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Introduction to the Portfolio
The portfolio contains a selection of work completed during the 
Doctorate of Clinical Psychology clinical training course
The portfolio contains:
• The Academic Dossier: This consists of a literature review, 
two problem based learning reflective accounts, two personal 
and professional development learning group reflective account 
summaries and a professional issues essay
• The Clinical Dossier: This consists of an overview of the 
experiences gained over the 3 years of placement
The Research Dossier: This consists of the research log, the 
abstract of the qualitative research project, the service related 
research project and the major research project.
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Professional Issues Essay
According to Mike Slade, author of ‘100 ways to Support 
Recovery: a Guide for Mental Health Professionals’ 
(Rethink, 2009), recovery is a process o f  changing one^s 
attitudes values, feelings, goals, skills, and/or roles. It is a way 
o f  living a satisfying hopeful, and contributing life even within 
the limitations caused by the illness, ” How do you see 
‘recovery’ operating for children?
January 2012, Year 2 
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Declaration of Interest
Within my own professional experience I have been involved in running a 
recovery group in an adult mental health service. The group members 
reported finding ‘recovery’ principles useful in their lives. However, I have 
not considered the concept of recovery outside of adult mental health and 
therefore, I was interested in exploring how this particular concept may be 
useful to children and their families. In keeping with academic writing, the 
majority of the essay will use the third person, though the first person will 
be used at times to help establish my own position on the topic.
Introduction
During the 1980’s, the term recovery began to gain recognition within the 
field of mental health. It is a term that has been guiding services in Adult 
Mental Health for a number of years (Friesen, 2007). In 2001, recovery was 
first discussed in the UK’s Department of Health’s (DOH) policy entitled 
‘the journey to recovery’ (Department of Health, 2001). This policy 
recognised problems of mental health services. This included the 
consequences of stigma and discrimination when accessing mental health 
services, the impact of large institutions and it set out the government’s plan 
to improve mental health services for working age adults. Though concepts 
of recovery have guided adult mental health services for a decade, it is a 
term that is rarely associated within the field of child mental health (Friesen, 
2007). However many, including Sheperd, Boardman & Slade (2008) argue 
that the concept of recovery is relevant to any individual that experiences a 
mental health problem.
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There are a substantial number of children who experience severe and 
enduring mental health problems. Indeed, within the UK approximately 1 
million children and young people experience mental health difficulties 
(Meltzer, Gatwar & Goodman, 2000). Given the magnitude of mental health 
difficulties in children, it is important to consider how the concept of 
‘recovery’ may operate in this age group. This could potentially impact 
upon how mental health services are designed for children and their 
families.
The following essay shall consider how I see ‘recovery’ operating for 
children. To this end, the essay will explore five main areas. It will first 
explore definitions of ‘recovery’. It will then explore how I see ‘recovery’ 
operating for children at the level of government policy as well as at the 
service level. Fourthly, it will explore how I see ‘recovery’ operating for 
children in relation to the concept in adult mental health and lastly how it 
operates in conjunction with a resilience framework. Throughout the essay, 
implications for practice will be considered as well as issues of difference 
and diversity.
Definitions of Recovery
Prior to exploring how ‘recovery’ may operate in children, it is important to 
look at the definition of ‘recovery’. There has been significant debate 
surrounding the definition and meaning of the concept of ‘recovery’. 
Traditionally, aligned to a medical model of mental health, recovery refers 
to a reduction in clinical symptoms (Davidson & Roe, 2007). However, 
there are now a variety of definitions both within and between different
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stake holder groups including children, families and professionals 
(Davidson & Roe, 2007). Perhaps one of the most known definitions comes 
from Anthony (1993) and refers to ‘recovery’ as a “deeply personal, unique 
process of changing one’s attitudes, values, feelings, goals, skills and/or 
roles. It is a way of living a satisfying, hopeful and contributing life even 
with the limitations caused by illnesses” (Anthony, 1993, p.33). This 
definition recognises the shift from a professional definition of ‘recovery’ 
towards self-definition, whereby recovery is not limited to symptomatology, 
but also considers how to live a meaningful life in light of a mental health 
illness.
Despite numerous attempts to define recovery, there is little consensus of 
what the meaning of ‘recovery’ is in adult mental health or what is entailed 
to promote ‘recovery’ in adult mental health services (Davidson, O’Connell, 
Tondora, Styron & Kangas, 2006). This has made it difficult to implement 
the concept in to clinical practice (Sheperd, Boardman, & Slade, 2008). 
Thus, in order for recovery to operate as a meaningful concept in child 
mental health services, it is essential to develop a clear consensus of the 
meaning of ‘recovery’ in children. This can help promote the development 
of recovery orientated services for children.
Government policy and ‘recovery’ in child mental health
In addition to a definition of ‘recovery’, clear government policy is also 
critical to the development of how recovery operates for children (Appleby, 
2007). Thus, this point of the essay will explore how I see ‘recovery’ 
operating for children in government policy. Within the literature, there
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appears to be a discrepancy between the USA and the UK with regards to 
how ‘recovery’ operates for children in government policy. Within the 
U.S.A, there has been an explicit move to integrate the concept of 
‘recovery’ in to child mental health policy, though in the UK there are no 
clear policies.
In the USA, the President’s New Freedom Commission on Mental Health 
(2003) recommends that both child and adult mental health systems should 
be recovery orientated. These recommendations have encouraged child 
mental health services to begin to research what the concept of ‘recovery’ 
means to children and their families (Oswald, 2006). One prominent 
researcher in the field, Barbara Friesen has published a number of articles 
that look in to how the term ‘recovery’ can be made relevant in child mental 
health. Two major recommendations arose from her work (Friesen, 2007); 
the first involves creating a common language framework in child mental 
health to promote ‘recovery’. Although ‘recovery’ commonly features in the 
research literature and policy, there is no consensus on a definition or 
framework of recovery which some argue has acted as a barrier to 
implementing the concept in services (Sheperd et al., 2008). Therefore there 
appears to be strong merit in Friesen’s recommendation as firstly, it 
encourages a set of agreed core principles to be developed, which can then 
help shape government policy and practice. Secondly, it underscores the 
importance of clarifying and consolidating the concept to allow it to be 
implemented across relevant populations and services. The second 
recommendation suggested ‘recovery’ as seen in adult mental, health, must
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be adapted for children and their families. This will be considered later on in 
the essay.
In comparison to the U.S.A, the U.K. does not seem to have made any 
explicit attempts to adopt ‘recovery’ in to mental health policy for children. 
However, within several current policies relating to children (e.g. Every 
Child Matters (2004); National Service Framework for children (2004); 
Building Brighter Futures (2008)) recovery ideals appear to be promoted. 
For example. The Children’s Plan: Building Brighter Futures (Department 
of Education, 2007) promotes empowerment by encouraging both children 
and young people to take charge of their personal health and wellbeing. 
However, although recovery principles are endorsed in such policies, there 
are no guidelines as to how to implement this in to practice. Despite this 
drawback, it is clear the policies have involved service user groups (Ramon 
et al., 2007), thus they provide insight in to service users perspectives on 
‘recovery’ principles.
In summary, in both the USA and UK, the principles of ‘recovery’ are 
commonplace within policy, though the extent to which the concept has 
been implemented somewhat differs. In the USA, there are early attempts to 
integrate ‘recovery’ in child mental health policy. However, within the UK 
there are no explicit guidelines to implement ‘recovery’ within child mental 
health policy. Having considered how ‘recovery’ operates for children at the 
policy level, I feel for it to operate in children it is critical that it is an 
explicit principle promoted within child policy. Additionally, I see it 
operating with an agreed common definition and principles in order to
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develop child policy. Although, by defining the personal concept there is a 
risk of a ‘reductionist’ approach to the concept, describing the underlying 
principles in the concept allows professionals to begin to consider what it 
may look like in practice. Furthermore, for it to operate in practice, clear 
implementation strategies within government policy are required. Clinical 
psychologists, with their combination of research and clinical skills, as well 
as experience in collaborative working with other professionals and service 
users are well suited to address this gap in policy. Thus, perhaps there is 
value in clinical psychologists thinking about recovery orientated services 
for children with colleagues, children and their families to develop policy 
that can help guide practice.
Child mental health services and ‘recovery ’in children
Moving from the level of government policy to the level of services, further 
consideration to how ‘recovery’ operates for children can be made. Within 
child mental health services in the UK, it can be argued that ‘recovery’ 
operates in the traditional sense of the term, as outcomes are measured by a 
reduction in symptoms and functioning. However, it can be argued that it is 
more useful to operate ‘recovery’ in a more multi-faceted approach that is 
measured by outcomes from the child and families point of view.
In current child and adolescent mental health services (CAMHS) outcome 
measures define recovery in terms of a reduction in symptoms and 
functioning. Indeed, the majority of CAMHS services carry out routine 
outcome measures recommended by the CAMHS outcome research 
consortium (CORC) (National CAMHS Review, 2008). They include the
11
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children’s global assessment scale (Shafer, Gould, Brasic, Ambrosini, 
Fisher, Bird & Aluwahlia, 1983), Health of the Nation Scale for children 
and adolescents (HONOSCA) (Gowers, Bailey-Rogers, Shore & Levine, 
2003) and the strengths and difficulties questionnaire (Goodman, 1997). 
These measures look at symptoms, functioning and behaviour thus they are 
orientated towards a traditional notion of recovery.
However, many argue that the way ‘recovery’ measures currently operate in 
CAMHS is of less value than using measures that highlight successful 
outcome from the child and families point of view (Sheperd et al., 2008). 
Indeed, there are inherent drawbacks when using uniformed outcome 
measures to capture ‘recovery’. Firstly, the outcome may be seen as 
meaningless to the children and families. When CORC selected the routine 
outcome measures minimal input was sought from children and their 
families in to what they felt was important outcome. Additionally, 
standardised outcome measures do not highlight diversity and the range of 
support needs in the population. Capturing information on diversity and the 
range of support needs is extremely beneficial, as it may identify particular 
resources that can help support a child’s ‘recovery’. For example, if a child 
and their family are of a particular faith, their beliefs and practices 
associated with their faith may be harnessed to support their ‘recovery’.
In the current culture of demonstrating effective services, it is key that for 
‘recovery’ to operate in children, there must be measures which capture 
outcome as defined by the child and their family. This implies that in the 
future development of services, broader outcome measures need to be
12
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implemented to allow services to measure their effectiveness at adopting a 
recovery orientated approach. In combination with this, for recovery to 
operate in child services, there is a need for a shift in service culture. It is 
important to incorporate the principles of ‘recovery’ in to the service, to 
move away from a culture of professional expertise, to create a recovery 
oriented culture where collaborative working between professionals, 
children and their families is supported. I feel that such a shift in culture will 
best serve the diverse population within the UK. Indeed, the shift in culture 
will allow professionals delivering the service to support children and their 
families as individuals rather than with a one size fit all approach.
In summary, at present it appears that within child mental health services in 
the UK, ‘recovery’ operates with a focus on symptom reduction and 
functioning. However, having explored the drawbacks of this and having 
considered the contemporary conceptualisation of ‘recovery’, I see it 
operating in child services in a broader manner that is defined by the child 
and their family. In the culture of measuring effectiveness, services need to 
develop broader measures to capture the personal definition of outcome. 
Additionally, I see recovery operating in services with a change to 
traditional relationships between professionals, the child and family.
The contribution of recovery in adult mental health to 
recovery in children.
When exploring how I see ‘recovery’ operating for children, it is also
valuable to consider how the concept of recovery as used in adult mental
health, can contribute to how it operates in child mental health. This part of
13
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the essay will explore a number of core principles and ideas within 
‘recovery’ in adults that could also operate in children, as well as a number 
of principles and ideas that require adaptation.
A focus on hope, is a principle of ‘recovery’ that is important in both child 
and adult mental health. Promoting hope can be done with the child, family, 
peers and wider support networks (Sheperd et al., 2008). To promote hope 
within the wider support network is particularly pertinent in cultures where 
the child and family are strongly integrated within this network. For 
example, for children and families were their religious community plays a 
large role in their life, it is important that messages of hope are within that 
environment. As professionals working with children and families, it may 
be difficult to directly address whether ‘recovery’ values, such as hope, 
operate in wider communities. However, it would be useful to collaborate 
with other members or service users in the community to support ‘recovery’ 
values in the community. Within our clinical psychology training, we have 
experience of training and collaborative working with service users. Thus, 
with the skills developed in this work, we could indirectly work with 
communities to support the principles of ‘recovery’ in children.
Additionally, the principle of supporting an individual’s strength base is 
both applicable within adult and child mental health. A strength perspective 
acknowledges individual needs and the importance of building on their 
assets. This has implications for services whereby rather than focusing on 
addressing problems within children and families, there is a focus on their 
strengths and assets. Clinical psychologists, with their foundations rooted in
14
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psychological formulation that has a focus on individual strengths, are well 
placed to promote this core value in ‘recovery’ for children.
However, there are other principles of recovery that need to be adapted to 
operate in child mental health. The work of Friesen (2007) acknowledges 
several areas in which ‘recovery’ needs to be adapted to child mental health. 
Firstly, within children’s mental health, the concept of ‘recovery’ must 
address a broader population of individuals (Friesen, 2007). Within child 
mental health services, children are typically considered eligible for services 
based on their level of functioning (e.g. a child excluded from school), 
whilst adults eligibility for services may be specifically linked to diagnoses 
(e.g. early intervention in psychosis, eating disorder services). Thus, there 
may be a wider range of presentations in child services that may not be 
termed ‘mental illness’. The heterogeneity of children within services must 
be acknowledged when the concept of ‘recovery’ operates in this 
population. However, this does not require a fundamental change in 
services. Indeed, one of the strengths of many child services within the UK 
is the move towards person centred care (National CAMHS Review, 2008), 
a care value that complements the heterogeneous child population in 
services.
Secondly, when ‘recovery’ operates in children, it must acknowledge the 
different service systems that may not interact with adults. Indeed children 
are likely to interact with a range of systems tailored to support the 
population, including the education, mental health, physical health, child 
benefit and child justice systems. However, adults are likely to interact with
15
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adult specific systems including the mental health, benefit, justice, physical 
health and vocational system. Thus, it is important that the different service 
systems interacting with children must be developed to provide recovery 
orientated services (Friesen, 2007). This has wide reaching implications for 
child services. Indeed, it suggests for certain services there is a need for a 
shift in training, supervision, governance and service design. For example, 
if ‘recovery’ values were adopted within the child justice system, a shift of 
culture from ‘treatment’ prescribed for a child towards joint ‘treatment’ 
planning would be encouraged. This may be a difficult task to carry out for 
several reasons. Firstly, within the services there are likely to be a number 
of different socio cultural ideals that may not be aligned to ‘recovery’ ideals. 
For example, in the justice system where advocates may seek treatment 
rather than punishment for children with mental health difficulties, the term 
‘recovery’ may imply that a child does not require further services and 
support would be withdrawn (Friesen, 2007). Secondly, many argue that it 
is not a cost effective use of resources given the training and service 
redesign (e.g. in child justice system where the principal aim is prevention 
of reoffending) that may be required (Friesen, 2007). Given the current 
economic climate, this argument is particularly pertinent, if ‘recovery’ is to 
operate in child services it is crucial that it is seen as a cost neutral 
improvement to services for commissioners. Accordingly, one strength of 
recovery oriented services is that it relies upon changing practice rather than 
introducing new resources in to practice thus making it appealing when 
financial resources are low.
16
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Additionally, for ‘recovery’ principles such as empowerment to operate in 
children, they must be adapted to include the critical role of care givers for 
children. In adult mental health, ‘recovery’ is highly focused upon the 
individual, although both formal and informal support around the service 
user is considered. However, within children mental health services, the 
child is dependent upon family members and other care givers to provide 
basic physical, emotional and social support. Therefore, for ‘recovery’ to 
operate within children’s mental health, it must have a central focus upon 
the role of other care givers in ‘recovery’. Indeed, it has been argued that the 
concepts of recovery, such as empowerment and self-determination, should 
be promoted and applied to caregivers involved in the child’s life (Friesen, 
2007). Additionally, for ‘recovery’ to operate for children, family members 
must be actively engaged in the process. For example, when planning 
‘recovery’ goals both the child and care givers should be consulted. 
However, as the child develops, services should adapt an appropriate 
balance of responsibility between the child and their care giver in their 
‘recovery’. For instance, if services empower a child aged 8 to attend an 
activity in the community, their care giver will also need to be highly 
engaged in the process, though if a child aged 15 is empowered to attend an 
activity, their care giver may not need to be as involved in this process.
Furthermore, for ‘recovery’ to operate in children, models of ‘recovery’ 
developed in adults must be adapted for children to assist in guiding clinical 
practice. Current models of ‘recovery’ in adult mental health do not account 
for the developmental processes in children. For instance, one model of
17
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recovery described by Jacobson and Greenly (2001) describes the internal 
conditions (e.g. personal responsibility) in the process of recovery. The 
ability to assume responsibility is a developmental task that a younger child 
may have not learnt yet, therefore such conditions described in the model 
are likely to only be relevant at later stages of a child’s development. 
Additionally, such models do not account for cultural influences that may 
organise practice v^hen operating ‘recovery’ in children. For example, the 
concept of personal responsibility described in the model may have little 
meaning in cultural groups where care of a child who is able to assume 
personal responsibility is shared by the family unit rather than the individual 
member. Thus, for ‘recovery’ to operate in children, appropriate models 
that can support the culturally and developmentally appropriate 
implementation of the concept in practice should be developed.
Lastly, when considering adaptations of how ‘recovery’ operates in children 
rather than adults, it is valuable to look at ‘recovery’ goals. Within 
‘recovery’ in adult mental health, typically there is a focus upon enhancing 
the quality of community living and satisfying social roles which may be 
that of a worker, family member and friend. Thus, in adult mental health 
‘recovery’ goals may be focused around housing, vocation, finances and 
leisure activities. In contrast, within child mental health services there is a 
focus upon encouraging developmentally appropriate experiences, 
preparation for adulthood and satisfying social roles in society, including 
that of a family member, peer and student. Thus, the ‘recovery’ goals 
developed by children and their families may be focused around education.
18
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relationships with supportive carers and healthy peer relationships. Thus 
recovery goals that operate in children are likely to be quite different to 
those that operate in adult mental health.
From the ideas and evidence presented above, I see certain principles of 
‘recovery’ operating the same way in children as in adults. However, there 
is a need to adjust many of the principles to operate the concept in child 
mental health. Adapting the principles has numerous implications for 
practice at an individual, team, service and organisational level. The 
adaptation of our clinical practice at these levels could make recovery 
orientated practice in child services a possibility.
Recovery in Children and Resilience
Even when considering adaptations that could be made to ‘recovery’ in 
child mental health, critics of the concept suggest it is not a concept that 
should operate in children (White, Evans, All, Achara-Abrahams, Kim, 
2009).Instead the concept of resilience is preferred. Critics of the concept 
argue that the term ‘recovery’ implies a return from ill mental health, 
instead of a more positive developmental perspective whereby services 
promote healthy, emotional, social and behavioural development (White, 
Evans, Ali, Achara-Abrahams, Kim, 2009). Supporting this argument is 
research demonstrating that there is stigma attached to the term in the field 
of addictions (Oswald, 2006). Given these concerns, some fields have 
decided not to adopt the concept and instead favour the concept of resilience 
(Sandler, Wolchik & Ayers, 2008), the ability to overcome adversity 
(Ungar, 2005).
19
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However, other proponents of the concept of resilience argue that rather 
than operating resilience or recovery in isolation in child’s mental health, 
they should be operated as complementary concepts (White et ah, 2009). 
Both concepts highlight important themes such as hope and optimism that 
are critical to delivering effective services for children (Walker & Friesen, 
2005). Similarly, both frameworks of resilience and recovery underscore the 
importance of connectedness. Indeed for children, connections with 
caregivers and wider family members are critical to promote positive 
behavioural, emotional and social development (Walker & Friesen, 2005). 
The emphasis on connectedness is particularly important in cultures where 
value is placed on individualism as often the need for support is then 
minimised. Thus a framework of recovery and resilience that promotes 
connectedness is critical to underscore the value of support. A further 
benefit of operating the 2 concepts alongside one another is that research 
suggests that both these concepts are valued by relevant stakeholders (e.g. 
children, their families and professionals) (Friesen, 2007). This is 
underscored by a report published by the Department of Health ‘the 
learning: what good looks like’ (2011), which promotes both concepts of 
resilience and recovery.
In summary, critics, research and arguments put forward by White et al. 
(2009) suggests the concept of ‘recovery’ should not operate in isolation in 
children’s mental health. Instead, I see ‘recovery’ in children operating 
alongside a framework of resilience. The concepts which share 
complementary principles appear to be supported by children and their
20
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families (Friesen, 2007) and it provides helpful suggestions as to how 
services should be orientated (e.g. supporting hope and connectedness 
between children and their caregivers). Given the emphasis of 
connectedness when operating both concepts, it is critical that services work 
with children and their families at a systemic level.
Conclusion
This essay has considered how I see ‘recovery’ operating for children in 
government policy, at the level of the service, in relation to the concept of 
‘recovery’ in adult mental health, and in conjunction with a resilience 
framework. Having reviewed the literature and arguments in the area I see 
recovery in children operating within a clear framework and with a shared 
definition of the concept. Currently in adult mental health, there is no 
consensus on the definition of ‘recovery’ which has hampered the 
implementation of the concept in to services (Sheperd et al., 2008). In order 
for recovery to operate as a meaningful concept in child mental health 
services, it is essential to develop a clear consensus of the meaning of 
‘recovery’ in children.
Within government policy I see ‘recovery’ for children operating as an 
explicit principle with clear implementation strategies for services. I feel 
clinical psychologists with their combination of research and clinical skills, 
as well as experience in collaborative working with other professionals and 
service users are appropriately trained to contribute to policy development 
in the future. This implication for clinical practice is quite significant as it 
broadens the typical areas where clinical psychologists work.
21
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Within child services, I see ‘recovery’ operating in a meaningful manner for 
children and their families where outcome is defined by the child and their 
family. Thus in the future development of services, broader outcome 
measures are required to evaluate services effectiveness at adopting a 
recovery orientated approach. I also see recovery operating in services with 
a change to traditional relationships between professionals, the child and 
family.
I see recovery operating for children with some adapted principles outlined 
in adult mental health ‘recovery’ and some principles maintained as they are 
seen in adult mental health. When incorporating these principles in to child 
mental health there are a range of implications for practice at an individual, 
team, service and organisation level, some of which complement current 
practices such as person centre care.
Lastly, I see ‘recovery’ operating for children alongside a framework of 
resilience. The concept of ‘recovery’ when operating alone for children is 
not without its critics. However, when the concept of recovery is alongside 
the concept of resilience there is support from stakeholders. Indeed both 
concepts offer complementary themes to guide services in supporting 
children and their families.
The concept of ‘recovery’ is not new, though it is not frequently considered 
in the context of children. The current exploration of how ‘recovery’ 
operates for children is not radically different to how it operates within 
adults. However, there are clear implications that there is a need for a 
change in the culture of organisations, changes in service design, team and
22
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individual clinical practice. Though within the essay there are suggestions of 
ways in which to adapt practice, further research is required to develop 
specific guidelines to operate the concept in child services.
23
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Abstract
A range of studies have identified family interventions as key in the 
treatment and recovery process in psychosis (Pharoah, Mari, Rathbone and 
Wong, 2010). However, samples in these studies lack representation from 
ethnic minority clients (Pharoah et al., 2010). This paper reviews the current 
literature on the use of family interventions in psychosis with ethnic 
minority clients and their families. Six studies are reviewed that examine the 
effectiveness of generic and ethnically adapted family interventions for 
ethnic minority clients and their families living with a psychotic illness. At 
present, limited evidence suggests that ethnically adapted family 
interventions are effective in the treatment of psychosis with ethnic minority 
clients and their families. Future research and implications for clinical 
practice are also discussed.
Declaration of Interest
My interest in family interventions and ethnic minorities arises 
predominantly from my own ethnically diverse background. Despite the 
numerous contrasts between the 2 ethnic groups I identify with, including 
Ireland and Myanmar, one commonality that joins them is the importance 
placed upon family. As well, in my training as a clinical psychologist my 
first placement is within an early intervention in psychosis service, an area 
that is entirely novel to me. I therefore saw the literature review as an 
opportunity to research this novel area and merge it with my interest in 
family and ethnic minorities.
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Introduction
Psychosis has the capacity to impact all aspects of life, including daily 
functioning and relationships, particularly relationships with family 
(MeGorry, 2000). Given a wealth of evidence demonstrating the importance 
of the family environment in improving clinical and social outcomes for 
people with psychosis (Pharoah et ah, 2010), family interventions are now 
identified as key in the treatment and recovery process.
Indeed, organisations providing UK national health guidance and wider 
health organisations recognise the importance of providing family 
interventions in the treatment and recovery of people with psychosis. 
Within WHO’s Psychosis Declaration one of their critical objectives relates 
to support and care for families of individuals with a psychotic disorder 
(WHO, 2000). A further testament of the importance of family interventions 
in psychosis is backed by the National Institute for Health and Clinical 
Excellence (NICE), who within their guidelines recommend family 
interventions to all families of service users with schizophrenia (NICE,
2009).
Comprehensive evidence has established family interventions as effective in 
the treatment of psychotic disorders. The Cochrane Review of family 
interventions for schizophrenia (2010) concludes that family interventions 
are effective at reducing rates of relapse by 15- 25% in the short to medium 
term. In a number of randomised control trials, family interventions have 
also been demonstrated to improve family outcomes including 
communication and family burden as well as client outcomes including.
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improved engagement with services and the remission of residual psychotic 
symptoms (Bustillo Luariell & Horan, 2001; Sherman, Faruque & Foley, 
2005; McFarlane, Stastny & Deakins, 1992; Dixon, MeFarlane, Lefley, 
Lueksted, Cohen & Faloon, 2001 ).
However much of this work has lacked representation from ethnic 
minorities (Miranda, Azocar, Organista, Dwyer & Arcane, 2003), even 
though it could be argued that they have the strongest need for support. 
Indeed in both the UK and the U.S.A, ethnic minorities are less likely to be 
offered psychotherapy (NICE, 2009; Bernal & Scharron-del-Rio, 2001). 
Furthermore, when dealing with psychosis family experience of isolation, 
stress and burden are likely elevated in ethnic minority families whose 
experience may be compounded by communication difficulties, a lack of 
extended family support as well as a lack of knowledge of health services 
available (Bradley, Couehman, Perlesz, Singh & Riess, 2006). The 
incidence of psychotic disorders in certain ethnic minority groups in the UK 
is also considerably higher, particularly in Afriean-Caribbean Groups 
(Cooper, Morgan, Byrne, Dazzan, Morgan & Hutchinson, 2008). Given this, 
the above clearly indicates the need for support through family interventions 
in ethnic families living with psychosis.
There is a division in attitudes towards providing family interventions for 
ethnic minority populations. Some researchers advocate generic 
interventions regardless of ethnicity (Dent, Sussman, Elliekson, Brown & 
Richardson, 1996) whilst others argue ethnically appropriate interventions 
are critical to effective practice (Kumpfer, Alvarado, Smith & Bellany,
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2002). The limited research on the effectiveness of family interventions in 
psychosis for ethnic minorities hinders the ability to draw definitive 
conclusions on this issue.
The objective of the current paper is to review the literature on the use of 
family interventions in psychosis with ethnic minorities. The review looks 
separately at generic intervention studies and studies that have adapted the 
family intervention to the ethnic group. A brief summary and evaluation of 
each of these studies will be outlined. This will be followed by a more 
thorough critique of various empirical and practical issues in the literature. 
Finally, implications of the findings for clinical practice and future avenues 
of research will be discussed.
Method
The literature review searched three data bases PsychlNFO, Web of Science 
and MEDLINE from 1940 to week 3 of November 2010. Five articles were 
identified that examined the effectiveness of family interventions with 
ethnic minorities with a ‘psychotic disorder’. Search terms used included, 
family intervention, family work, family therapy, truncations of ethnic, 
minority, multi-eultural and psychosis. One further article was identified 
when the reference sections of the studies were inspected to identify other 
relevant studies not highlighted in the initial search. The 6 relevant articles 
identified examine the effectiveness of family interventions in psychosis on 
a range of client and family outcomes in ethnic minority groups including 
Latino, Vietnamese, Chinese, Tamil and a diverse range of minority groups 
in North London.
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Key Constructs
Defining ethnic minority.
The current literature review focuses upon ethnic minority groups in the 
U.S.A, Canada, Australia and the UK. Ethnicity is not synonymous with 
culture and race though these terms are typically used interchangeably 
within the literature. Ethnicity has been defined as “a community whose 
heritage offers its members important characteristics in common that make 
it distinct from other eommunities”(Bhui and Morgan, 2007, p. 188). 
However this definition is broad and does not capture the complexity 
surrounding ethnic minority groups. Indeed within ethnic minority groups 
there is a large degree of heterogeneity that may include differences such as 
the level of acculturation of the individual.
Defining Psychoses.
The review will investigate families of individuals diagnosed with a 
psychotic disorder including experiences of delusions and hallucinations 
(American Psychiatric Association (APA), 1994). However it is noted that 
such diagnoses are typical to Western psychiatry and the ethnic minority 
groups in the literature may not view the experiences as pathological and in 
need of a diagnosis.
The Literature 
Generic Family Interventions
Two studies were identified that examine the effectiveness of generic family 
interventions for ethnic minorities with a psychotic disorder.
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The first of these studies compares the effectiveness of behavioural family 
management to standard care with Latino ethnic minorities in the U.S.A 
(Telles, Kamo, Mintz, Paz, Arias, Tucker and Lopez, 1995). The sample 
was predominantly male and was characterised by low levels of education, 
low acculturation (95% first generation immigrants) and low income. 
Results indicated both treatments led to poorer client outcomes, specifically 
participants risk of exacerbation of psychotic symptoms as measured by the 
Brief Psychiatric Rating Seale (BPRS) (Ventura, Lukoff, Nuechterlein, 
Liberman and Green, 1993) was significantly greater. This result was only 
reflected in unaeeultured participants when the sample was stratified 
according to level of acculturation.
These results suggest that generic, ethnically dystonie family interventions 
can have a detrimental impact on clients with a psychotic disorder. The 
authors suggest that the negative impact may arise from the perception of 
the intervention as disturbing and stressful given directives considered as 
disrespectful in the ethnic group. For example, communication exercises 
that involved eye contact or expressing negative views was considered 
disrespectful when dealing with an elderly member of the family. However, 
these results are limited to the client as there is no examination of family 
outcomes. Additionally, the study highlights the importance of defining 
ethnicity beyond simply the country of origin. Indeed, the results of the 
study suggest further measures such as level of acculturation provides 
valuable information about differences in the effectiveness of family 
interventions. Overall, these results suggest generic family interventions are
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detrimental in treatment and thus this highlights the importance of adapting 
family interventions for ethnic minorities.
In a second generic family intervention study, Bradley et al. (2006) 
investigated the effectiveness of a multiple family group treatment in 
comparison to typical ease management with local Australian and migrant 
Vietnamese families living with schizophrenia. Though the intervention was 
presented as ‘culturally adapted’ it merely translated an existing model of 
multiple family treatment in to Vietnamese. Results demonstrated 
significant reductions in relapse rates and client’s BPRS ratings (Ventura et 
al., 1993) immediately after treatment and at 18 month follow up in the 
multiple family treatment group.
Overall these results suggest family interventions are effective in the short 
and medium term treatment of a specific psychotic disorder. However it is 
not possible to determine from the results whether the family intervention 
was effective in the minority Vietnamese group, as the sub sample was too 
small to statistically analyse due to high attrition rates in this group. This 
outcome in itself is of interest as it may indicate problems with engagement 
in ethnically dystonie family interventions. The authors suggest that family 
interventions that are better suited to different ethnic needs may improve 
engagement with the intervention.
The studies reviewed above, indicate the need for ethnically adapted family 
interventions in the treatment of psychosis. One eoneem in using generic 
family interventions is the potential detrimental impact upon client 
outcomes in psychosis (Telles et al., 1995). This presents an ethical
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dilemma for practitioners if faced with having to use a psychotherapeutic 
intervention that has not been validated in ethnic minorities. The results 
have also prompted some researchers (e.g. Bradley et al., 2006) to 
hypothesise that by adapting family interventions appropriately, engagement 
with the intervention may improve. Such findings have prompted the 
development of ethnically adapted family interventions for families living 
with psychotic disorders, these shall be reviewed below.
Adapted Family Interventions
Four studies were identified that examine the effectiveness of ethnically 
adapted family interventions for ethnic minorities with a psychotic disorder.
The first of the four studies assessed the effectiveness of a brief single 
family intervention with 106 carer’s supporting clients with a first episode 
of psychosis (Leavey, Gulamhussein, Papadopoulous, Johnson-Sabine, 
Blizard and King, 2004). Participants were sampled from an ethnically 
diverse psychiatric catchment in London and were randomly assigned to 
usual care or a brief family intervention adapted so that carers were assigned 
to an ethnically matched worker. Results demonstrated no significant 
difference between the two groups in the carer’s level of satisfaction or on 
client outcomes.
The adapted intervention may have been shown to be ineffective for several 
reasons. Firstly, the high attrition rates inflate the risk of a type II error in 
the study and secondly the intervention was only 7 sessions despite longer 
term family intervention recommendations from NICE (NICE, 2009).
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Additionally, perhaps the laek of effectiveness may reflect the sampling 
bias inherent in selecting from only a first episode in psychosis population. 
Indeed, qualitative results suggest carer’s would have benefitted more from 
practical support during their early experiences of psychosis. Lastly, it is 
also unclear as to why no standardised measures were used to assess client 
outcomes in the study. Instead, client outcomes were measures by the 
number of days in hospital during the intervention.
Overall given the limitations, it is difficult to draw any conclusion as to 
whether family interventions are effective in ethnic minorities based on this 
study. However, it does highlight that for family interventions to be 
effective in ethnic minorities they need to consider a long term, flexible 
approach that accounts for the needs of carer’s, such as the need for 
practical support.
In a pilot study of an adapted single family intervention in a Latin American 
ethnic group, Weisman, Duarte, Koneru and Wasserman (2006) found 
improvements for both clients with schizophrenia and their carer’s. There 
was a significant reduction in positive symptoms for clients as well as 
improved general emotional wellbeing for the families (including measures 
of stress and anxiety). The study is novel in that in addition to 
psychoeducation and problem solving typical of family interventions; the 
adapted intervention included a unique component to manage spiritual 
coping and family collectivism, areas hypothesised to be valued to the 
ethnic group in the study.
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Over all these initial results provide support for the use of ethnieally adapted 
family interventions in psychosis. However given the small sample size of 
20, the results cannot be generalised to the wider Latina population or other 
ethnic groups. Additionally, despite the positive outcomes reported in the 
study, there is no follow up on how long the benefits lasted nor was any 
attempt to validate the value of specifically including a spiritual or family 
collectivism component in the intervention. Thus it is difficult to determine 
what components of the intervention were effective. At present the author is 
conducting research to compare the effectiveness of this adapted family 
intervention to a generic family intervention, which will be invaluable in 
directly comparing the effectiveness of generic and ethnieally adapted 
family interventions.
In a third pilot randomised control trial also in a Latin American ethnic 
minority group, Bario and Yamada (2010) investigated the effectiveness of 
an ethnieally adapted multifamily group intervention in comparison to 
treatment as usual. Similar to Weissman et al. (2006), Bario and Yamada 
(2010) adapted the intervention by addressing ethnieally valued areas such 
as spirituality. However, unlike Weissman these areas were empirically 
derived using an ethnographic study. Both quantitative and qualitative 
measures of family and client outcomes were collected though the 
quantitative results are not reported.
Overall the qualitative results from the RCT pilot study suggests that the 
adapted intervention is effective at reducing family burden in ethnic 
minorities. These results provide stronger evidence than in Weissman et
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al.’s (2006) study given the larger sample and the use of seientifieally tested 
methods to devise adaptations for the intervention. However, the 
eonelusions about its effectiveness for the client and family are limited at 
present given that no quantitative analyses were reported. Additionally, 
given the restrictive inclusion criteria of the RCT (e.g. no eomorbid 
disorders), this methodology of investigating the effectiveness of family 
interventions in ethnic minorities may not mirror effectiveness in clinical 
work given the more multi-dimensional nature of psychotic disorders. 
However this work that incorporated an initial ethnographic study can serve 
as a model of how to develop appropriately adapted family interventions for 
ethnic minorities.
In a 4* study, Chow, Law, Andermann, Yang, Leszez, Wong and Sadavoy 
(2010) evaluate a multifamily intervention with Tamil and Chinese families 
in North America living with a family member with schizophrenia. A well 
evidenced family intervention ‘The McFarlane approach’(MeFarlane, 
Deakins, Gingerieh, Dunne Horan and Newmark, 1991) was adapted 
generally to Asian cultures not individually to the Tamil and Chines ethnic 
groups undergoing the intervention. Adaptations included addressing 
frustration over pharmacological treatment as is it was hypothesised that 
Asian cultures prefer the use of alternative medicines Results demonstrated 
a significant improvement on only one variable on the family version of the 
social adjustment schedule (Kreisman and Blumenthal, 1985), namely 
families aeeeptanee of their relatives.
39
Literature Review
This study indicates only minimal positive outcomes in the family 
intervention adapted for general Asian ethnic minorities. This is in contrast 
to both Weissman et al.’s (2006) and Bario and Yamada’s (2010) studies 
that demonstrated a range of positive outcomes for family interventions 
adapted specifically for Latin American ethnic minorities. This suggests it is 
critical to adapt the intervention specifically to the ethnic minority group 
rather than a generalised intervention to the region of origin of the group. 
Furthermore, the intervention was conducted by Chinese speaking clinicians 
for Chinese participants though an interpreter was required for the Tamil 
participants. Thus it could be that these subtle treatment differences have 
influenced outcomes, though further research is needed to determine the 
nature of the influence and thus determine the importance of linguistically 
matching clinicians with clients and their families. For example, the use of 
the interpreter may have meant key aspects of the intervention were lost 
through translation. In sum, the results indicate the importance of adapting 
the family intervention to the specific ethnic group rather than a generic 
ethnic region. Additionally, they demonstrate that adapted family 
interventions can be effective for psychosis in minority groups other than 
Latin Americans, including Chinese and Tamil ethnic groups.
The studies reviewed above provide promising results for the effectiveness 
of appropriate ethnieally adapted family interventions in psychosis. Indeed, 
results demonstrate treatment gains for both clients and their families. 
However half of the studies above are pilot studies, larger scale randomised 
control trials should be conducted before definitive eonelusions about the
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effectiveness of family interventions in psychosis with ethnic minority 
populations are made.
General Critique of the Literature
Evidence thus far suggests family interventions that are ethnically adapted 
can be effective. However, there are several empirical and practical issues in 
the literature that impedes upon a definitive conclusion from being drawn on 
this matter, these issues shall be considered here.
The heterogeneity of ethnic groups
The empirical work reviewed traversed a range of ethnic groups including 
Latin American’s, Vietnamese, Chinese and Tamil’s. However the families 
in these studies are not defined solely by their ethnicity but also by their 
financial situation, level of acculturation, immigrant experience and other 
factors. Thus by adapting family interventions based solely on the ethnic 
background of the clients and their families, many factors unique to the 
client and their families that may influence the effectiveness of the family 
intervention are ignored. This empirical limitation impedes upon the ability 
to draw any firm conclusions on the effectiveness of family interventions for 
psychosis in ethnic minorities. Instead, it would be beneficial if the adapted 
interventions allowed clinicians to question and enquire about what aspects 
of ethnicity and other factors key to clients and their families, underlie 
successful family intervention in psychosis for ethnic minorities.
Additionally, the majority of the research in family interventions for 
psychosis has been conducted in Latin American minorities. However, the
41
Literature Review
effectiveness of these adapted and generic interventions has not been 
established in the UK context. Given that black and ethnic minorities 
(BME) are overrepresented in diagnoses of psychotic disorders (Cooper et 
al., 2008) in the UK, it’s important to establish the effectiveness in NHS 
settings in the UK. This lack of research in BME groups impedes upon 
drawing any definitive eonelusions about the effectiveness of family 
interventions for psychosis in ethnic minorities in the UK.
The development of the ethnically adapted family intervention
The literature reviewed has demonstrated several differing attempts at 
adapting family interventions for ethnic minorities living with psychosis. 
Some have modified the ‘surface structure’ of the intervention, for example 
by using ethnieally matched clinicians (e.g. Leavey et al., 2004), though this 
does not seem to yield effective results. Other attempts have modified the 
‘deep structure’ of the intervention to consider several critical factors such 
as key values of the group (e.g. Weissman et al., 2006; Bario and Yamada,
2010). While some researchers have simply adapted the deeper structure of 
the intervention based on the clinicians perception of the ethnic group (e.g. 
Weissman et al., 2006) others have used empirically tested theory of the 
group’s needs (e.g. Bario and Yamada, 2010). Though both Weissman et al. 
(2006) and Bario and Yamada’s (2010) studies report positive outcomes, it 
is difficult to compare the relative effectiveness of each intervention given 
differing outcome measures reported. On the basis of the studies reviewed, 
it seems that family interventions for psychosis are effective in ethnic 
minority groups when the deep structure of the intervention is adapted.
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However without further research, no definitive conclusions can be made 
regarding the effectiveness of family interventions that are ethnically 
adapted upon scientific testing or that are adapted upon the clinician’s 
perceptions.
Single Vs. Multiple Family interventions
Family interventions for psychosis in ethnic minorities use both single (e.g. 
Leavey et al., 2004) and multiple family (e.g. Chow et al., 2010) 
approaches. In the studies reviewed both formats seem to be effective 
interventions, though no research has directly compared whether one is 
more effective than the other in ethnic minority groups. However in other 
studies that do not recruit ethnic minorities, longer relapse rates are reported 
in multiple family interventions in comparison to single family interventions 
(McFarlane et al., 1995). The effectiveness of multifamily interventions and 
its time and cost economy in comparison to single family makes it an 
economically attractive intervention in health settings such as the NHS, 
where resources need maximising. Despite this, future research is needed to 
draw definitive eonelusions on the relative effectiveness of ethnieally 
adapted single and multiple family group interventions.
Methodology in the Research
There are several issues in the research methodology when ethnic groups are 
included. Firstly, when considering the effectiveness of the interventions it 
is critical to recognise that in the literature reviewed, outcome measures 
were developed in European and American majority groups. Thus
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interpretation of these outcomes must be made cautiously given this 
ethnically insensitive limitation.
Secondly, although the studies reviewed suggest adapted family 
interventions for psychosis are effective in certain ethnic minority 
populations, no study has compared these interventions to a generic family 
intervention. Thus no definitive conclusions can be drawn regarding the 
relative effectiveness of ethnieally modified and generic family 
interventions for psychosis.
Lastly, all the studies are affected by high dropout rates. This is a typical 
challenge when conducting research in ethnic groups where attrition rates 
are typically higher (Bradley et al., 2006). The high dropout rates, leads to 
potential sampling biases that threatens the internal validity of the studies. 
The limitation in the methodology in this area weakens any conclusions that 
can be made.
Implications for My Clinical practice
The literature reviewed thus far has several implications for the assessment 
and treatment of ethnic minority clients and their families. These 
implications can help develop my practice as a trainee clinical psychologist. 
In relation to assessment, the literature reviewed highlights the importance 
of assessing the specific needs of clients and their families arising from their 
ethnic background as well as the importance of conceptualising their ethnic 
background beyond the country of origin. This observation fits well with my 
own values surrounding the importance of understanding others background 
that arises from my diverse upbringing. Within my own clinical practice.
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given this observation from research and my own values, I shall endeavour 
to thoroughly asses a client and their family’s ethnic background beyond 
their country of origin. This includes but is not limited to their level of 
acculturation and values in the ethnic group pertaining to the client and 
family.
In relation to treatment, the literature reviewed highlights the detrimental 
effects of using generic family interventions and preliminary results 
demonstrates positive outcomes with ethnically adapted interventions. As a 
trainee practitioner I shall attempt to identify relevant ethnieally adapted 
family interventions for the client and their family. The majority of the 
studies reviewed did not provide thorough detail of how the interventions 
were adapted and merely provided brief examples of the types of 
adaptations made. It shall therefore be important within my own clinical 
practice to contact authors and attend workshops to gain a better 
understanding of how to adapt interventions for specific ethnic groups.
Given the large number of ethnic groups in the UK, situations where 
appropriate ethnieally adapted interventions are not available are likely to 
arise. In such cases, I shall seek consultation from colleagues or relevant 
agencies, including culture specific agencies to develop an intervention that 
recognises the family’s ethnic background. In addition, given the wide range 
of ethnic groups in the UK population I shall attempt to observe members of 
the team who carry out family work. This can help develop my experience 
base in a range of family intervention formats as well as with a range of 
ethnic groups.
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In addition to commenting upon implications of the literature in developing 
my individual practice, I shall address organisational implications. The 
literature clearly demonstrates individuals’ ethnic backgrounds can 
influence the effectiveness of family interventions in psychosis. Therefore 
to provide family interventions in psychosis relevant to ethnic minority 
clients and their families, services must understand the structure and cultural 
dynamics within the family. To develop this cultural competency it would 
be useful to have a procedure by which to assess ethnic influences and 
address them appropriately within routine clinical practice. This could entail 
a standardised interview to address potential ethnic influences.
Clearly the work reviewed is in its early stages, I hope future research shall 
be developed to fill gaps in the limited research in the arena. With the 
results that come to light I and other professionals can incorporate them in 
to practice to hopefully develop successful family interventions with ethnic 
minority clients. Otherwise as some researchers suggest (Leavey et al., 
2004), there is a risk that family interventions will be unavailable to ethnic 
groups in mainstream services given their currently under-identified needs.
Future Research
It is apparent that despite a growing evidence base for ethnieally adapted 
family interventions in psychosis, further research is necessary. First, the 
majority of the studies reviewed were pilot studies and thus future research 
is required to determine if ethnieally adapted family interventions are 
consistently effective and what aspects contribute to its effectiveness. 
Furthermore, none of the studies reviewed compared the effectiveness of the
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adapted family intervention to a generic family intervention, thus it would 
be necessary to conduct future research to determine the relative 
effectiveness of the two approaches.
Secondly, given that most of the outcome tools assessing the effectiveness 
of the family interventions were developed with Western individuals there is 
a need to develop ethnically appropriate measures. This will help to drive 
the quantity and quality of research with diverse ethnic minority populations 
prevalent in many societies.
Lastly, there is a clear lack of research in this area in black and minority 
ethnic groups in the UK (NICE, 2009). Given their disproportionate 
representation in psychotic disorder diagnosis (Cooper et al., 2008) there is 
a clear need for research in this area. This would not only further the UK’s 
evidence base for family interventions but it would also contribute to further 
improving clients and their carer’s experience with psychotic disorders.
Conclusion
On the basis of the literature reviewed above it is clear there is a need to 
adapt family interventions in the treatment of psychosis for ethnic minority 
groups. One early study from Telles et al., (1995) demonstrates adverse 
outcomes when applying generic family interventions to ethnic families 
living with psychosis. This has prompted the development of ethnieally 
adapted family interventions.
The studies reviewed that investigate ethnieally adapted family 
interventions suggest these interventions are effective in the treatment of
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psychosis. Three of four studies demonstrated significant improvements in 
comparison to treatment as usual on a number of family outcomes including 
emotional wellbeing and perceived family burden. Improvements in client 
outcomes are also reported including a reduction in positive symptoms 
experienced.
Despite the promising outcomes reported, the majority of the studies 
reviewed were pilot studies and further research with larger samples and 
longer term outcome measurements are need to draw a definitive conclusion 
about the effectiveness of ethnieally adapted family interventions for 
psychosis. It should be noted that the majority of the studies were 
conducted in the 21®^ century with only one published in the late 20^  ^
century. If the trend is to continue, a wealth of research in this field will 
continue to grow. There is a need for quality research that includes ethnic 
minorities in family intervention studies to continue to answer remaining 
questions necessary to developing appropriately adapted family 
interventions.
Several remaining questions have been identified through the literature 
review. For instance, ethnic adaptations that have been made to the family 
interventions include incorporating key ethnic values, however it is still 
unclear as to what components of the adapted intervention are effective. It is 
necessary to examine this to maximise the effectiveness of ethnieally 
adapted family interventions. Additionally, there are remaining questions as 
to whether family interventions are effective in BME’s in the UK. Lastly, 
questions remain as to what format of family interventions are most
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effective in ethnic minority clients, single or multiple family interventions 
as well as generic or ethnically adapted interventions.
In conclusion, limited research to date demonstrates preliminary results 
suggesting ethnically adapted family interventions are effective in the 
treatment of psychosis. To deliver effective, high quality family 
interventions for ethnic minorities living with psychosis, adaptations must 
be specific to the ethnic group and must address clients and family needs. 
However a sustained effort is needed to gather additional research to in 
order to further develop effective family interventions for ethnic minorities.
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Introduction
The principal objective of our task was to produce a presentation on The 
relationship to change’. This required myself and six other personal and 
professional development (PPD) group members to reflect on the meaning 
of change for ourselves and for future clients. My reflections upon this 
exercise shall be divided in to 3 components, including reflections on the 
process of unpacking the original problem (ie: ‘relationship to change’), the 
group processes during this exercise and finally reflections upon the 
culmination of this exercise, the presentation. I shall then reflect upon issues 
surrounding difference and diversity, ethics and implications for practice 
that have arisen from the problem based learning (PBL) task.
The Original Problem
I found the ambiguous manner of the task anxiety provoking as it was 
unusual to have no path set in my academic work. Soon in to our first 
session I found I was not alone in feeling nervous with the task and this 
communal anxiety ironically reduced my anxiety. Initially we explored 
personal changes we had all undergone. This seemed highly relevant given 
that we had all made changes when commencing training. We also 
discussed our different attitudes towards change, this was something I 
enjoyed as it highlighted to me that group members had a diverse attitudes 
towards a wider framework of change. This wider framework included 
changes such as geographical change, professional changes and personal 
changes. Interestingly, within the group there was consensus among us that 
we were all uneasy with the professional changes we were undergoing upon 
training, perhaps because it involves quite a large identity change at the
56
PBL Reflective Account 1
same time. Over subsequent sessions each group member investigated 
different aspects of change and gave feedback to the group. These aspects 
included, theories (e.g. Prochaska, DiClemente & Norcross, 1992), factors 
involved in effective change and language of change.
Early on in our sessions we attempted to bring together a basic structure for 
a presentation. While I enjoyed the ‘melting pot’ approach to the work in 
our first two sessions, other group members expressed anxiety with the lack 
of structure. We decided to base our presentation around a group member’s 
personal journey of change. We felt that from this structure we could project 
the ideas we had discussed in our group including theories of change, 
factors involved in change, and at a more personal level, emotions 
associated with change.
Group Processes
Upon reflection, the changing dynamics of the group were extremely 
interesting. During the initial sessions, the discussions were dominated by a 
couple of members. Feeling highly overwhelmed at the initial stages, it was 
comforting to know that there were others who for reasons of their own did 
not feel the need to dominate the conversation. After the initial session I 
was left feeling more comfortable among the group members as I thought it 
would not be a battle to express my opinion amongst dominant characters. 
In subsequent sessions, group dynamics evolved as we felt more at ease 
with each other. During each session all members would contribute to the 
discussion without the need for the chair or facilitator’s prompt and we 
began to discuss our worries amongst each other. In hindsight, the trust that
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allowed us to share our worries developed relatively rapidly. This perhaps 
reflects immediate assumptions we made about each other, particularly 
given the confidential nature of work inherent in our training.
I felt that approaching the PBL as a group was a very beneficial experience. 
During the initial stages of the exercise where we discussed our background, 
I thought to myself that the group members were much more experienced 
and knowledgeable (‘/  am going to be able to contribute very little to 
conversation as I  have not had the right experience ’). However as the group 
ensued, it became clear that we all brought a different perspective with no 
clear ‘expert’ in the group. This process was extremely important in helping 
me to value my own personal experience and helping to understand my role 
within the group. Initially, I felt there was a hierarchical model of roles 
within the group that clearly placed my experience at the bottom but this 
was slowly eroded during our shared group learning. Somewhat 
paradoxically, I feel the setup of the PBL, which comprised of a scribe and 
chair, also helped to break down my expectation of learning from other 
members who are ‘more’ knowledgeable. The rolling nature of these roles 
felt as though it ‘levelled the playing field’ for all group members.
Beyond valuing my personal experience, another benefit of approaching the 
PBL as a group is what feels like the longer lasting and pertinent impact it 
has upon our personal and professional development. The collaborative and 
inquiry based nature of the process allowed us to direct our learning of ‘the 
relationship to change’ in a meaningful manner. This is the underlying 
principal of constructionist learning (Harel & Papert, 1991). The importance
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of enquiry in a meaningful manner is also key in a therapeutic context. 
Guided discovery that can facilitate the exploration of beliefs, assumptions 
and thoughts in a meaningful context to a client can make a more lasting 
impact.
The Presentation
The presentation was a beneficial component to the PBL exercise as it 
allowed us to collate our expansive ideas into a coherent account. The 
presentation itself was carried out well, each member drew out a specific 
point and we kept to time. As it was the first time we have presented in front 
of our cohort, I found it to be quite an anxiety provoking experience.
I feel that the main strength of our presentation was our unique personalised 
approach. Indeed the presentation was structured upon one group member’s 
experience of change. However, we fell short in our reflections upon the 
PBL process during the presentation. Although these reflections were 
considered within sessions, they were not mentioned during the presentation 
given time constraints.
The PBL exercise was a beneficial exercise in that it was an engaging 
exercise that allowed us to draw from a diverse range of material. However, 
it was a time consuming process; if the process were to simply develop a 
presentation on the ‘relationship to change’ a textbook or lecture would 
have been more time efficient.
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Difference and Diversity
Within the group there was a gender, age and cultural mix. The creative 
differences that arose from this mix were clearly apparent within the group. 
Indeed, during the sessions when we shared ideas on how we may present 
our work, there was a range of opinions on how best to do this. 
Interestingly, this did not lead to conflict. Instead we appreciated the 
difference and diversity our opinions brought to the presentation and 
developed it in line with this mix. An awareness and ability to incorporate 
difference and diversity within our work as clinical psychologists is 
something I believe to be critical. Within the service I work in, learning 
from the different perspectives of multidisciplinary teams, clients and their 
carer’s is something I believe has benefited my therapeutic work.
Upon reflection my own difference and diversity has had an impact upon 
my experience of the PBL process. From a half Burmese background, it was 
always important that I respect elders, and so within my personal and 
professional life I have always looked towards elder members with an 
expectation that they are more knowledgeable. As one of the youngest 
members in the group my positioning during initial sessions in the group 
was to sit and listen to what I felt were ‘more knowledgeable’ group 
members. However, over time again as mentioned previously I have 
become more aware of the value of my experience. This enhanced sense of 
confidence in my experience was increased by what I felt was a well- 
structured session which I was chairing.
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Ethics
During the PBL process our ability to express our opinions and share our 
anxieties was facilitated by the safe space that we created. At the initial 
stages of the group we established rules to form a confidential and safe 
space within which we could express ourselves. I feel that this was key to 
the rich personal and professional development afforded by the multitude of 
opinions from individual group members. This is well reflected in clinical 
practice where confidentiality is essential in helping to create a safe space. 
The ability to create a safe space assists in the exploration of a client’s 
beliefs, assumptions and thoughts (Gilbert & Leahey, 2007).
Clinical Practice Issues
During the initial PBL sessions, anxiety was high amongst us all as we were 
uneasy about the ambiguous task ahead of us. This experience may be 
mirrored in client’s initial experience within a therapeutic setting where the 
unknown of what is going to happen may cause them to feel uneasy. Within 
my clinical work I strive to address this appropriately. For example, upon 
first contact with a client I discuss with them any expectations they have or 
any anxieties they have and what they can expect within the session and 
over the course of therapy. In subsequent sessions, collaborative agenda 
setting can also help to alleviate anxiety that may arise from the ‘unknown’.
During the PBL exercise, it became apparent that we had different 
relationships to different aspects of change such as personal and 
professional change. We found that when we had a difficult relationship to 
an aspect of change we were less motivated to make that change. This
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notion can be important within clinical work. Indeed, change in thoughts, 
feelings and behaviours is core to cognitive behavioural therapy (Hawton, 
Salvokskis & Clark, 1999) and thus in cases where a client is not motivated 
to make change it can be a challenge. Within my own clinical practice I 
strive to explore a client’s motivation for change and any obstacles they 
face. For example, I have observed a client who felt it difficult to continue 
with sessions due to work circumstances. To address this we discussed his 
motivation for coming to sessions and how to manage his work 
circumstances. I have felt this has improved his motivation within sessions 
and this has increased my confidence as a therapist. However prior to this, 
when the client appeared less motivated within the session I felt less than 
competent as a therapist. This experience has left me to reflect upon the 
balance of responsibility that lies between myself and a client in bringing 
about change within the therapeutic setting. The ability to reflect upon this 
within supervision has allowed me to manage this thought to assist in my 
clinical work.
Concluding Comments
The PBL task was a powerful process, although it was not always an easy 
process with a less than clear path it made a large contribution to my 
thinking. Having been accustomed to direct teaching, the PBL encouraged 
me to take a wider perspective to learning. This approach within my clinical 
learning is one that I shall keenly adapt in future learning. In addition to 
this, the PBL experience was invaluable in bonding our PPD group in its 
early stage. I am curious to see how group dynamics shall develop as we
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move away from the PBL task and continue within our PPD groups. Given
the invaluable contribution the PBL task has had to my early development
in training, I look forward to subsequent PBL tasks.
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Introduction
This reflective account will explore the second problem based learning 
(PBL) exercise in our training. This exercise involved developing and 
carrying out a presentation centred on a case study regarding a family 
involved in a child protection case conference. The case involved a wide 
range of issues including child protection, domestic violence, parenting, 
learning disabilities and kinship care. Given the passage of time since the 
PBL exercise I have been able to reflect on the task in relation to my clinical 
practice. These reflections will be divided in to three components, including 
my reflection on the original exercise, the group processes and finally 
reflections upon the presentation.
The Original Task
As this was the second PBL task, I felt less anxious about the ambiguous 
nature of the task and how we were going to carry out the task. This is a 
striking contrast to the first year where, as a group we all reflected we were 
very anxious about doing the task the ‘right way’. As new trainees in the 
first year, we were concerned with how our presentation would be perceived 
by our colleagues. However, when we were presented with the 2"  ^PBL task 
I remember feeling excited about the task and as a group we were more 
concerned about how to make this a positive learning experience. Upon 
reflection it appears that we were more comfortable in a ‘not knowing’ 
position, a position of safe uncertainty (Mason, 1993) and this allowed us to 
enjoy and engage in the PBL process. I feel that whilst I felt comfortable in 
a position of safe uncertainty, a position of ‘not knowing’ during the PBL
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process, it is a position that I have yet to feel comfortable with in my 
therapeutic work. I find taking a stance of ‘safe uncertainty’ when 
managing risk in therapeutic work is particularly difficult, perhaps this is a 
reflection of my anxieties as a trainee, and this may be different for 
professionals who have experience in managing risk.
In comparison to the first year, the PBL case involved a rich range of highly 
complex issues such as child protection. However, I felt more skilled to 
approach the task. This was reflected in the creative approach we took to the 
task. We used role plays to explore our thinking and considered the different 
issues from a range of perspectives. For example, when considering the 
impact of the parent’s learning disability on the case, we role played how 
the family may be experiencing the situation integrating psychodynamic 
concepts such as projection and cognitive behavioural concepts such as core 
beliefs.. This opportunity to integrate our thinking in the group has made me 
feel more confident in integrating my thinking on my learning disability 
placement.
The task also involved a wide range of systems included the family, social 
services, health services and court system. As a group we each adopted the 
role of an individual within the system and advocated their role within the 
role plays. We also presented our own formulations from the different 
perspectives and then developed a joint team formulation. I played the 
mother in the family and formulated using Johnstone and Dallos (2006) 
work on family therapy. We used role play to share these formulations and 
this allowed us to share ideas that were perhaps contentious. This approach
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to the task has made me think a lot about the working relationships within 
the multi-disciplinary learning disability team that I am in now. Not only did 
it highlight the importance of openness when helping to support a client 
involved in a variety of systems, but it also highlighted the range of 
pressures other colleagues may be under that influence their support for 
clients. Using a shared systemic formulation not only helped in the task but 
has also helped to bring together the different systems for clients that I have 
been working with.
Within the task the parents with a learning disability were presented as 
powerless within the system. This made me think about the ethically poor 
treatment of people with learning disabilities historically and in present day, 
this was a discussion point brought up in the group. I think discussing this 
with other group members helped me to learn and reflect on how clients 
with a learning disability may perceive professionals given their history 
with them. Since these discussions I have tried to pay more attention to this 
within my own work, and always consider how able do clients feel that they 
can be open. By being mindful of this in my work I am able to identify if 
there are times when clients avoid particular areas and then can think around 
this in supervision.
Issues of power were also raised in the PBL exercise. This helped me to 
reflect on the current team that I am in. The team has recently been uprooted 
from their long term base and many have felt powerless and have found this 
a difficult process. This helped me to reflect upon my role as a trainee 
within the team. I have been focused on applying skills and research/
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knowledge to clients but this exercise demonstrated the importance of 
bringing in a psychological perspective to the wider system. Indeed, through 
supporting the wider system during difficult experiences can provide 
indirect support for clients.
Group processes
Upon reflection, the group dynamics felt more settled than during the 
PBL task. We reflected upon Tuckman’s (1965) stages of group 
development and felt that such processes did not feel as apparent as in the 
year. This is perhaps due to the group having gone through a ‘norming’ 
stage in the year and now we were at a stage where the group could 
‘perform’.
Within the first year of our group, trust developed relatively rapidly. I felt 
that trust was particularly apparent during the second PBL task. It allowed 
us to share constructive feedback with one another. For example, when I 
was discussing the possible effects of the legal framework on the family 
system, a group member fed back that she did not understand this impact 
and asked for it to be framed in an alternative way. When I initially 
explained the impact of the legal framework, I had fallen in to the trap of 
assuming that other group members had a similar understanding of the 
system and associated terminology. This experience has made me mindful 
of the terminology and assumption of knowledge that I make when with 
clients and other professionals. This is particularly pertinent on the learning 
disabilities placement I am on as there is a lot of joint working between 
various systems (e.g. day centres, care homes, social services).
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As there was trust within our group, it was a safe, containing space to share 
feedback. However, clients may not feel as able to give feedback to 
professionals, particularly negative feedback. This explicit discussion 
during the PBL exercise has made me more aware of power imbalances that 
can exist in relationships. For example, in my prior placement people were 
often admitted to hospital against their will and there were clear imbalances 
between ward staff and clients. The PBL exercise has made me reflect on 
the ethical importance of facilitating the feedback process. I feel building a 
good rapport and developing a safe therapeutic space are critical in 
facilitating this.
The initial task of the PBL was to decide whether to have a ‘chair’ and 
‘scribe’. In contrast to the first PBL where we set it up in a hierarchical 
manner with a ‘chair’ and ‘scribe’, during the 2"  ^PBL we chose not to have 
these roles. I feel the ‘levelling’ of the group members in this manner, 
reflected the joint responsibility we had developed in the group. Rather than 
feeling caught up in the expectations of the course and how we would be 
perceived by each other, we all voiced our opinions and ideas during the 
PBL. I feel that as this change has occurred I have started to take a more 
active role in the group. This has also been reflected in my clinical work, 
where now I feel more confident in expressing my ideas about a client 
during team meetings.
Having decided that we would not have a chair we rapidly set about the 
task. As a group we reflected that our rapid uptake of the task reflected a 
developed confidence in our skills as trainees. As a group in the first year
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we avoided the PBL task in the initial phases as we were unsure with how to 
approach it. However, on this 2"  ^PBL task we immediately shared a variety 
of ideas of how to approach the task. Discussing this change in our approach 
to the PBL with group members helped me to reflect on our dynamic group 
processes. Since this experience I try to reflect in supervision on changes in 
client’s approaches to therapy to help reflect on the processes between 
myself and a client.
When we set about the task a range of ideas on how to approach the work 
and how best to present it arose. I feel this range of creative ideas reflected 
the age, gender and cultural mix within our group. As a group we were able 
to harness this diversity to bring together a creative presentation that 
reflected a range of ideas. I felt that the ability to harness this diversity was 
one of the main strengths of the group. This awareness has enabled me to 
reflect on the importance of incorporating difference and diversity when 
working in a clinical context. Within the service I currently work in, 
learning from the different perspectives of clients, carers and professionals 
within the multi-disciplinary team has benefited both my direct and indirect 
work with clients.
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The Presentation
The culmination of the PBL exercise was a presentation that centred around 
a role play illustrating different stakeholder’s views on issues such as risk, 
parenting and domestic violence. This was a more creative way of 
approaching the presentation in relation to our PowerPoint presentation 
during the 1®^ PBL task. I feel this also reflects a development in our 
confidence as a group that has allowed us to explore more creative 
approaches to our work.
During the presentation, we avoided definitive conclusions of how to 
manage care for the family and instead we adopted balanced arguments. 
Perhaps this reflected our anxiety as trainees to not give a professional 
opinion without prior consultation with our supervisors. We discussed how 
this is not always possible when on our placements as other colleagues may 
prompt trainees for these opinions. In such instances we reflected on the 
importance of balancing our role as a trainee with expectations of other 
professionals on the team and our supervisor.
One of the strengths of our presentation was the confident style with which 
we presented. During the year I have put a lot of effort in to overcoming 
anxieties around presenting. Immediately prior to the presentation I was 
slightly nervous but I enjoyed the presenting and was able to present it in a 
confident manner. I have considered whether this shift was due to more 
practice in presenting or whether it is due to worrying less about how I am 
perceived during the presentation or whether I felt more skilled in the area. 
This shift from feeling anxious and deskilled to feeling confident and skilled
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has been quite pertinent in my clinical work in the 2"  ^ year. It made me 
wonder about clients and how they may feel in therapy when they may shift 
from feeling like they have made progress to feeling as though they have 
made setbacks.
Concluding Comments
The PBL exercise has been a beneficial process that has helped to develop 
my clinical practice. On a wider level, the joint exercise has contributed 
towards strengthening our group ties. The ability to reflect on the process in 
this account has allowed me to consider both the personal and professional 
developments from the exercise. It has also highlighted the growth in 
confidence that both I and the group have developed as well as the 
importance of wider systems working. I feel the considerations in this 
reflective account will continue to inform my future thinking and learning.
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Personal and Professional Learning Discussion Group 
Process Account 1
Summary 
September 2011, Year 1
The current process account will reflect upon my experiences within the 
personal and professional learning discussion groups in the first year of 
training. The group consisted of six other members of the cohort and a 
facilitator, a member of the clinical psychology doctorate staff team. The 
group met fortnightly and it provided a space where clinical practice could 
be reflected upon. I will first reflect on the structure of the work of the 
group, the group members, the group facilitator and my role in the group. I 
shall then reflect upon the supportive function of the group and what I felt 
made the group work. Throughout the account, the contribution of the group 
experience to my clinical work is considered.
PPDLG Process Account Summary 2
Personal and Professional Learning Discussion Group 
Process Account 2
Summary
July 2012, Year 2
The second year of PPDLG provided an opportunity to regularly meet with 
the same group of trainees. The group provided a safe space to consider 
issues pertinent to both our personal and professional development. Within 
the process account I will first consider the work of the group and then 
continue on to reflect upon my role in the group. Within this I consider what 
I have learnt about how I conduct myself within small groups including how 
and why my roles have developed. Following this I then reflect upon group 
processes. Within this I consider group process within the PPDLG that 
mirror processes within NHS teams. Throughout I will consider how this 
has impacted upon my clinical practice.
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Overview of Clinical Experience
In this account, I shall outline the experience gained on my four core 
placements and one specialist placement.
Adult mental Health Placement
My adult mental health placement was split between an Early Intervention 
in Psychosis Team (EIIPT) and an acute psychiatric inpatient service.
Early Intervention in Psychosis Team
Clinical Work: My role in the EIIPT involved working with young 
people between the ages of 14-35 with psychosis (including 
schizophrenia, bipolar affective disorder, and cyclothymia), some 
who may also have had eomorbid difficulties (e.g. a history of 
substance misuse). I carried out individual CBT and relapse 
prevention work with clients.
Teaching and presentation: I presented to a service user group 
around recovery and relapse prevention.
Service Development: I worked with a service user group to 
develop a leaflet around relapse prevention.
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Acute Psychiatric Inpatient Service
Clinical Work: My role in the aeute inpatient service involved 
working with both male and female clients, ranging in age from 19 
to 65 years old with a range of difficulties including depression, 
anxiety, post-traumatie stress disorder, psychotic symptoms, bipolar 
disorder, eating disorders, Asperger’s Syndrome and borderline 
personality disorder. I completed a range of assessments including 
psychological and pro-forma interviews, questiormaire based 
assessments, risk assessments and cognitive assessments including 
the WAIS-III and WAIS-IV. I was able to develop and consolidate 
skills in cognitive behavioural therapy, psyeho-edueational work, 
and couples work.
Group work: I developed and eo facilitated a recovery group on the 
ward with an assistant psychologist. I also co facilitated a music 
therapy group with a music therapist and a CBT for managing 
emotions group with an assistant psychologist.
Teaching and Presentations: I presented to a DBT service about 
the SCID-II assessment tool.
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People with Learning Disabilities Placement 
Community Team for People with Learning Disabilities 
(CTPLD).
Clinical Work: I worked with clients who ranged in age from 18 to 
65 years with mild to severe learning difficulties with a range of 
functional presentations including depression, anxiety, early signs of 
dementia, self-harm and challenging behaviour. I also worked with 
people who had experienced abuse. I conducted a number of 
cognitive assessments including one for dementia for a man with 
Down’s syndrome and another to determine cognitive functioning 
for a man with a forensic history. The work was carried out closely 
with speech and language therapists, nurses, social workers, 
occupational therapists and psychiatrists. An integrative approach to 
formulation and intervention was used with this client group 
including, CBT, solution focused and systemic approaches. Indirect 
work with carers and families was also carried out. Direct 
therapeutic work was carried out using CBT, narrative, solution 
focused and systemic approaches.
Consultation and Leadership: A number of consultations with 
staff members from care homes were carried out.
Teaching and Presentations: In conjunction with two other trainee 
clinical psychologists we presented on the neuropsychology of 
dementia in older adults and in people with learning disabilities.
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Child and Adolescent Placement
Family Advice and Support Service
Clinical Work: I worked with clients who ranged in age from 5-17 
years old with a range of difficulties including social anxiety, 
transitional difficulties, challenging behaviour, separation anxiety, 
school refusal, bereavement and sleep difficulties. I also worked 
indirectly with families carrying out parenting work and family work 
sessions. I carried out several assessments, including psychological 
assessments, cognitive assessments, behavioural observations and 
risk assessments. I was able to consolidate and build upon CBT, 
narrative, and systemic models of therapy.
Consultation and leadership: As part of the consultation service I 
undertook a range of consultations with parents and staff from a 
range of backgrounds (e.g. social work, support worker, SENCO) in 
a range of settings (e.g. school, pupil referral unit and social 
services).
Teaching and presentation: I presented to a range of teams at the 
Children and Young People’s Development Service about South 
Asian parent’s experience of Autistic Spectrum Disorder.
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Specialist Paediatric Neuropsychology Placement 
The Children’s Trust
The Children’s Trust is a eharity providing specialist residential 
rehabilitation services for children with an acquired brain injury.
Clinical Work: As part of this placement I worked with children 
aged 6-19 who had both traumatic and non-traumatie acquired brain 
injuries. Consequently they experienced a number of physical 
difficulties (e.g respiratory and mobility difficulties) as well as 
cognitive difficulties (e.g. memory and executive functioning 
difficulties). I also worked indirectly with family members and 
carried out an extended piece of play therapy work with a sibling of 
one of the children at the residential rehabilitation service. Systemic, 
narrative, neuropsychological and play therapy models of working 
were used in the work. Lastly, I also undertook cognitive 
assessments and behavioural observations.
Consultation and leadership: I also provided consultation to staff 
working at the trust.
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Older Adults Placement
My older adult plaeement was split between a Memory Assessment Service 
(MAS), a psychiatric inpatient ward for older adults, and an inpatient 
assessment unit for people with moderate to severe dementia. I worked with 
people who ranged in age from 65 to 90 years old.
Memory Assessment Service
Clinical Work: In the memory assessment service I worked with 
clients with a range of difficulties including generalised anxiety, 
depression and who had recently been diagnosed with a dementia. I 
carried out 1-1 work and cognitive assessments. Within the 1-1 work 
I used CBT and systemic models of working. I also worked 
indirectly with family members in the service.
Group Work: I eo facilitated a new Cognitive Stimulation Therapy 
group in the community with an occupational therapist.
Service Evaluation: I evaluated the outcome of a Cognitive 
Stimulation Therapy group
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Psychiatric inpatient ward for older adults and for people with 
moderate to severe dementia
Clinical Work: I worked with clients with a range of difficulties 
including depression, anxiety, personality disorders, self-harm and 
clients who had experienced abuse. I undertook extended 
assessments and cognitive assessments. For example I undertook a 
cognitive assessment to determine possible causes of a ladies 
memory difficulty. I used CBT, narrative, systemic, 
neuropsychological and psychoanalytic models of working. 
Additionally, I worked indirectly with staff working on the ward as 
well as staff in care homes to promote a psychological understanding 
of the clients presenting problems.
Supervision: I supervised service development work that an 
Assistant Psychologist was carrying out.
Teaching and Presentation: I held a teaching session with staff on 
the wards around the new Addenbrooke’s Cognitive Examination III 
which was soon to be introduced in both services.
Service Development: I developed some leaflets for the inpatient 
psychiatric ward around promoting psychological wellbeing in the 
context of the ward.
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Research Log
Research Log
1 Formulating and testing hypotheses and research questions y
2 Carrying out a structured literature search using information 
technology and literature search tools
y
3 Critically reviewing relevant literature and evaluating research 
methods
y
4 Formulating specific research questions y
5 Writing brief research proposals y
6 Writing detailed research proposals/protocols y
7 Considering issues related to ethical practice in research, 
including issues of diversity, and structuring plans accordingly
y
8 Obtaining approval from a research ethics committee y
9 Obtaining appropriate supervision for research y
10 Obtaining appropriate collaboration for research y
11 Collecting data from research participants y
12 Choosing appropriate design for research questions y
13 Writing patient information and consent forms y
14 Devising and administering questionnaires y
15 Negotiating access to study participants in applied NHS 
settings
y
16 Setting up a data file y
17 Conducting statistical data analysis using SPSS y
18 Choosing appropriate statistical analyses y
19 Preparing quantitative data for analysis y
20 Choosing appropriate quantitative data analysis y
21 Summarising results in figures and tables y
22 Conducting semi-struetured interviews y
23 Transcribing and analysing interview data using qualitative 
methods
y
24 Choosing appropriate qualitative analyses y
25 Interpreting results from quantitative and qualitative data 
analysis
y
26 Presenting research findings in a variety of contexts y
27 Producing a written report on a research project y
28 Defending own research decisions and analyses y
29 Submitting research reports for publication in peer-reviewed 
journals or edited book
X
30 Applying research findings to clinical practice y
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The Public Perception of Clinical Psychologists
June 2011, Year 1 
Word Count: 2,754
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Abstract
Aim: To explore the public’s perception of clinical psychology.
Method: Interpretative Phenomenological Analysis (IPA) was used to 
analyse data from semi structured interviews with 3 members of the public
Results: Four super-ordinate themes were developed from the analysis. 
These themes were labelled as: i) ‘Specialist role’, ii) ‘Uncertainty’, iii) 
‘Focus on mental illness’, iv) ‘Positive personality attributes’. The themes 
were present in all three interview transcripts and participants generally 
shared very similar conceptualizations of psychologists.
Conclusions: Using IP A, the current study uncovered new and rich 
understandings of how clinical psychologists are perceived by the public. 
The results indicated four phenomenological themes that describe the views 
held by a small group of individuals. In particular, it was conceptualised that 
clinical psychologists fulfil a ‘specialist role’, but there was ‘uncertainty’ 
about what exactly this role entails, that there is a ‘focus on mental illness’ 
in the profession and that clinical psychologists themselves generally have 
or should have ‘positive personality attributes’. These findings had several 
significant implications for the profession of clinical psychology. For 
example highlighting the need to increase awareness and to educate the 
general public about the profession and influence strategies to make 
information about psychology more accessible.
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Service Relate Research Project (SRRP):
An Evaluation of the Effectiveness of
Group analytic therapy (GAT) in Two Young Adult Groups
at a
Psychotherapy Service in Southern England
July 2011, Year 1 
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Introduction
In the eurrent elimate of change within the National Health Service (NHS) it 
is more important than ever to provide evidence on the effectiveness of 
different psychotherapeutic interventions in different populations of 
patients. Despite efforts to provide an evidence base demonstrating the 
effectiveness of psychotherapy there is still a shortage of research 
concentrating on psychotherapy in young adults (Philips, Werbart & 
Schubert, 2006).
Group Analytic therapy (GAT) draws on ideas from S.H. Foulkes (1948) 
and Yalom (1975) and is a principal form of group psychotherapy alongside 
individual therapy offered within the NHS. Developed upon the premise that 
an individual does not exist outside the social world, the therapy focuses 
upon the development of interactions between therapist-patient and patient- 
patient subsystems (Beck and Lewis 2000).
Research suggests that it is an effective therapy in adults in a range of 
disorders including anxiety and depression (Blaekmore, 2009). Valbak 
(2001) argues that one of the main benefits of group therapy in a young 
adult population is provided by the support network offered by the group 
that can help to normalise young adult’s experiences. Several studies 
attempt to identify factors that influence the effectiveness of GAT. Indeed, 
Yalom (1975) identifies several factors, many of which require good group 
cohesion, for example the ability for group members to express their 
opinion of each other. Adding to this research, Tshusehke and Dies (1994) 
suggests 5 therapeutic factors are critical to effective therapeutic outcomes.
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These factors include interpersonal learning, group cohesion, feedback, self- 
disclosure and family re- enactment.
While research has demonstrated several factors important for effective 
GAT, there is a clear lack of studies investigating the effectiveness in young 
adults. At the level of clinical practice, this gap in knowledge is concerning. 
As therapists it is important to understand whether GAT is effective and in 
which groups of young adults before offering the approach extensively.
Consequently, this service evaluation aimed to examine whether GAT was 
effective in two different groups of young adults in a psychotherapy unit in 
Southern England. The study compared measures of dissociative 
experiences, internalised shame and a standard outcome evaluation measure 
pre and post ten months of GAT. The group facilitator had noted that in one 
of the groups, members’ presenting problems were particularly severe and 
most had a formal diagnosis of mental illness or previous in-patient 
treatment. This was perceived to have adversely affected group process and 
outcome to the extent that the service is questioning whether GAT should be 
offered to young adults with severe presentation. Therefore a second 
objective was to examine whether the apparent difference in severity 
between the two young adult groups impacted outcome. Given the research 
demonstrating the importance of group process (Yalom, 1975; Tshusehke 
and Dies, 1994) it was hypothesised that while improvements might be seen 
for the less severely affected group, no improvements would be seen for the 
more severely affected group (inpatient history or formal diagnosis).
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Method
Participants
Fifteen participants (9 females and 6 males) aged between 21-30 were 
drawn from a waiting list in a specialist outpatient psychotherapy 
department in Southern England. Participants had already had brief 
psychological interventions and were referred to the service for specialist 
psychotherapy through health workers including GP’s and community 
mental health teams. Participants were allocated in to each group randomly; 
therefore the potential difference in severities between the two groups arose 
by chance.
Outcome Measures
Three outcome measures were used. The measures collected included, the 
Dissociative Experience Seale II (DES II), specifically chosen to investigate 
dissociative phenomena. This measure has a Cronbaeh’s reliability rating of 
.93 (Ijzendoom & Sehuengel, 1996). The Internalised Shame Seale (ISS) is 
designed to measure shame and self-esteem. This measure has a Cronbaeh’s 
reliability rating of .96 for the shame scale and .87 for the self-esteem scale 
(del Roasrio & White, 2006). Lastly, Clinical Outcomes in Routine 
Evaluation (CORE) a standard outcome measure in service evaluation was 
used. This measure is designed to address 4 domains including subjective 
wellbeing (W), symptoms (P), functioning (F) and risk (R). This measure 
has a Cronbaeh’s reliability rating of .85 (Evans, Connell, Barkham, 
Margison, McGrath, Mellor-Clark & Audin, 2002). Outcome measures were
96
SRRP
collected via questionnaires and were sent in the post before therapy, 6 
months after the start of therapy (severe group only) and 1 year after the 
start of therapy.
Complete data was available for 10 participants, five from the severe 
therapy group and five from the less severe group. Two members from the 
less severe and three members from the severe therapy group did not 
complete all the questionnaires. This can be seen in table 1 below:
Table 1 The number of questionnaire responses for the two groups
Severe Less Severe
Baseline 8 6
6 Months 7 0
1 Year 5 5
Intervention
Each young adult group was closed and ran over 10 months. The groups met 
weekly for 90 minutes. They were facilitated by a specialist adult 
psychotherapist and an assistant psychologist within the outpatient 
psychotherapy department.
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Results
Because of the low sample sizes it was not possible to formally examine the 
distribution of the data. Therefore parametric and nonparametrie approaches 
were both used and the results from the two approaches compared. An 
additional complication was that the nonparametrie test for paired data is not 
valid for less than 6 pairs and so could not be used to compare pre and post 
intervention data for each group separately. The low sample size also means 
that the power for any comparisons will be extremely low so effect sizes 
(both unstandardised and standardised) are presented and commented on. To 
ensure consistency only complete data at baseline and 1 year was analysed. 
Finally individual level comparisons examining clinical and reliable change 
are presented.
Pre Therapy
First, independent sample T-Tests and Mann Whitney U tests were 
conducted to determine whether there was any difference between the 
groups in outcome measures at baseline. The results are summarised below 
in table 2.
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Prior to therapy mean scores for DES, ISS-shame and overall and 
component scores of CORE were all higher in the “more severe” group 
consistent with that group having a more severe presentation. In terms of 
Cohen’s (1988) criteria for categorising standardised effects sizes (where for 
a weak effect d=0.2, for a medium effect d=0.5 and for a large effect d=0.8) 
ISS-shame, CORE-P and CORE-R had large effect sizes and CORE-W and 
CORE-F had medium effect sizes. However confidence intervals were very 
wide and statistical significance was only seen for the risk component of 
CORE (P=0.03 from t-test). The ISS-Self Esteem mean was higher in the 
more severe group but the effect size was weak.
1 Year Follow Up 
Group Change
To formally test whether any changes in scores occurred over the course of 
the intervention and to examine whether any changes differed between the 
two groups mixed ANOVA’s were conducted. The factor ‘Time’ was 
included as a within group factor while ‘Group Type’ was included as a 
between group factor to determine any differences between the two groups. 
An interaction term of Group x Time was included in the model to examine 
whether any changes were different between the two groups. The results are 
summarised in Table 3:
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Before examining main effects it is necessary to consider the interaction 
term (Everitt, 2010). The P-values for interaction were large (P>0.25) for all 
measures giving no statistical evidence that the pre-post changes were 
different in the two groups. The table therefore presents results for the main 
effect of Time with both groups combined. These show movement in the 
direction of “improvement” for DES, the overall CORE score and the 
components of CORE. However confidence intervals were wide and the P- 
values were all large (P>0.15). Mean scores on the two ISS scales, shame 
and self-esteem showed “deterioration” rather than improvement but again 
confidence intervals were wide and P-values large.
While there was no statistical evidence of interaction the power for the test 
of interaction would be low due to the low sample size. Therefore effects 
sizes for the two groups were calculated separately to see if these suggested 
differences between the two groups as seen in Table 4.
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Inspection of table 4 suggested that the magnitude of any effects over time 
were actually greater in the more severe group whether the direction of 
change indicated clinical improvement or deterioration. P-values did not 
provide any evidence that any of the observed changes over time were not 
due to chance but given the low sample size this was not surprizing.
Individual Change
To examine changes at the individual rather than group level reliable and 
clinical change was calculated (Jacobson & Truax, 1991). Clinically 
significant change is change that moves participant’s from a score that is 
characteristic of a clinical population to a score that is characteristic of a 
non-clinical population. Reliable change is change which is of a sufficient 
magnitude to be beyond measurement error. This method of analyses 
complements group analysis (Evans, Margison, & Barkham, 1998). The 
clinical cut of values and reliability statistics were taken from the following 
papers Evans et al (2002), Ijzendoorn and Schuengel (1996), Fowke, Ross 
and Ashcroft (2011) and del Roasrio and White (2006). The results are 
summarised in Table 5 below:
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As can be seen in Table 5, within both the less severe group and severe 
group, participant’s demonstrated either clinical or reliable improvement or 
deterioration on the range of outcome measures. Only one participant within 
each group demonstrated clinical and reliable improvement on the CORE.
Discussion
The current study attempted to evaluate the effectiveness of GAT in two 
young adult groups undergoing ten months of group analytic psychotherapy. 
It also attempted to examine whether the apparent difference in severity 
between the two young adult groups impacted outcome. A mixture of 
results both consistent and inconsistent with predictions and prior research 
was found.
Results at the group level showed “movement” in the direction of 
improvement in CORE and DES measures. However, on measures of self­
esteem and shame results demonstrated “deterioration”. In contrast to 
previous research in adults (Blackmore, 2009), the low sample size in the 
current study meant it was difficult to determine any statistically significant 
change in young adults at the group level.
Also at the group level, differences in mean scores were consistent with the 
view that one group was more severe though the low sample size meant it 
was difficult to distinguish a true difference from chance. However, 
inconsistent with the hypothesis that improvement might be seen for the less 
severe group but not the severe group, results demonstrate change in both 
the young adult groups. Indeed results suggest the therapy has had a 
stronger effect in the severe group. Perhaps this reflects Valbak’s (2001)
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argument that the main benefit of GAT is to normalise young adult’s 
experiences. For service users with severe presentation, including inpatient 
history or formal diagnosis the support network offered by GAT that helps 
normalise experience may have had a greater impact.
Results at the individual level were mixed. Within both the severe and less 
severe group, the majority of young adults did not show reliable and clinical 
improvement. However, within both groups some service users 
demonstrated either reliable and clinical improvement or deterioration 
among each of the measures. This deterioration is not unique to young 
adults in the research, indeed 5-10% of service users deteriorate following 
GAT (Lorentzen, 2005). However two service users, one from each young 
adult group did show reliable and clinically significant improvement in the 
CORE. The results demonstrating individual improvement is limited but 
does reflect the positive outcomes seen in adult group analytic research 
(Blackmore, 2009).
Whilst the results of the study demonstrate both individual and group level 
improvement and deterioration following GAT in young adults the findings 
are highly tentative. Indeed, the sample was small and only basic 
information about participants was collected. Additionally, there are 
inherent difficulties in capturing the diversity of service user presentation 
and therapeutic goals in a conventional outcome study. At the time of 
writing, qualitative research has been collated and will be analysed in 
parallel to the current study to provide a more comprehensive assessment of 
outcome.
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Although it is apparent that there is both improvement and deterioration in 
the young adult groups it is was not possible to compare the pre-post effect 
sizes to other studies given the lack of research in this age group. Perhaps a 
no treatment control group would have been appropriate to compare change, 
however this would have severe ethical implications given that it was a long 
term group. Furthermore, no attempts have been made to ensure treatment 
fidelity.
Despite certain drawbacks to the research, the study provides information 
about longer term outcome (ie: 1 year follow up) in GAT carried out by an 
experienced facilitator. Moreover, the research investigates long term GAT 
with young adults, a research area that is consistently overlooked. Future 
research will benefit from validating and extending the current findings in 
the young adult population.
Conclusion
In summary, results suggest that GAT in young adults appears to be 
effective in certain outcome measures where improvement is seen (i.e. 
CORE and DES). However, there are also less promising results which 
demonstrate deterioration (i.e. ISS Shame and Self Esteem). Though given 
the small sample size, current findings are highly tentative. Additionally, 
results suggest that the difference in severity of the two groups did impact 
outcome, with the severe group demonstrating greater change in outcome.
Given positive feedback following GAT and the potential for ‘movement’ in 
the direction of improvement following GAT in young adults with both 
severe and less severe presentation, the service could continue to offer
111
SRRP
therapy to both groups of young adults. However, results do demonstrate the 
potential for deterioration. If the psychotherapy service were to cease to 
offer the therapy it would be to the detriment of young adult service users 
who report positive feedback and who demonstrate positive change 
following the therapy. Instead, perhaps the psychotherapy service should 
carefully select participants for the group. Indeed, alternative treatments for 
young adults with high levels of shame and low self-esteem should be 
considered given the potential for further deterioration. The results and 
suggestions arising from the research shall be presented to the 
psychotherapy department in July 2011.
112
SRRP
References
Beck, A.P. and Lewis, C.M. (2000) The Process of Group Psychotherapy. 
Systems for Analysing Change. Washington, DC: American 
Psychological Association.
Blackmore, C (2009). A Systematic Review of the Efficacy and Clinical 
Effectiveness of Group Analysis and Analytic/Dynamic Group 
Psychotherapy. Centre for Psychological Services Research: School 
of Health and Related Research, University of Sheffield.
Del Rosario, P.M. & White, R.M. (2006). The Internalised Shame Scale: 
Temporal Stability, Internal Consistency, and Principal Components 
Analysis. Personality and Individual Differences, 41(1), 95-103.
Evans, C., Connell, J., Barkham, M., Margison, F., McGrath, G., Mellor- 
Clark, J. & Audin, K. (2002). Towards a Standardised Brief 
Outcome Measure: Psychometric Properties and Utility of the 
CORE-OM. British Journal of Psychiatry, 180, 51-60.
Evans, C.E., Margison, F. & Barkham, M. (1998). The contribution of 
reliable and clinically significant change methods to evidence based 
mental health. Evidence Based Mental Health, 1, 70-72.
Fowke, A., Ross, S. & Ashcrof, K. (2011). Childhood maltreatment and 
internalised shame in adults with a diagnosis of bipolar disorder. 
Clinical Psychology and Psychotherapy, 752-760.
Foulkes, S.H. (1948). Introduction to Group Analytic Psychotherapy. 
London: Heinemann.
Foulkes, S.H. (1964). Group Analysis in Private Practice and Out-patient 
Clinics. London: George Allen and Unwin.
113
SRRP
Ijzendoorn, M.H. & Schuengel, C. (1996). The Measurement of 
Dissociation in Normal and Clinical Populations: Meta-Analytic 
Validation of the Dissociative Experiences Scale (DES). Clinical 
Psychology Review, 16(5), 365-382.
Jacobson, N.S. & Truax, P. (1991). Clinical significance: A statistical 
approach to defining meaningful change in psychotherapy research. 
Journal o f Consulting and Clinical Psychology, 59(1), 12-19.
Lorentzen, S. (2005). Contemporary challenges for research in group 
analysis. Group Analysis, 39(3), 321-340.
Philips, B., Werbart, A., & Schubert, J. (2005). Private theories and 
psychotherapeutic technique. Psychoanalytic Psychotherapy, 19, 
48-70.
Tshuschke, V. & Dies, R.R. (1994). Intensive Analysis of therapeutic 
factors and outcomes in long term patient groups. International 
Journal o f Group Psychotherapy, 40(2), 185-208.
Valbak, K. (2001). Good outcome for bulimic patients in long-term group 
analysis: A single-group study. European Eating Disorders Review, 
9(1), 19-32.
Yalom, I.D. (1975). The theory and practice of group psychotherapy. New 
York: Basic Books.
114
SRRP
Appendices 
A -1  Year Follow Up -  Individual Change - Severe
I - Core
Client SEM SeDiff Pre Post Change RC
RC
Met?
CSC
met?
1 0.29 0.41 2.69 2.44 0.25 0.61 NO NO
2 0.29 0.41 2.22 3.16 -0.94 -2.29 YES NO
3 0.29 0.41 2.84 1.78 1.06 2.58 YES NO
4 0.29 0.41 1.28 2.5 -1.22 -2.97 YES NO
5 0.29 0.41 3.13 0.59 2.54 6.18 YES YES
II - DES
Client SEM SeDiff Pre Post Change RC
RC
Met?
CSC
met?
1 5.55 7.85 104.00 59.00 45.00 5.73 Yes No
2 5.55 7.85 44.00 73.00 -15.00 3.69 Yes No
3 5.55 7.85 69.00 77.00 10.00 3.18 Yes No
4 5.55 7.85 40.00 24.00 -19.00 2.55 Yes No
5 5.55 7.85 196.00 42.00 137.00 19.6 Yes No
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III - ISS Shame
Client SEM SeDiff Pre Post Change RC
RC
Met?
CSC
met?
1 4.92 6.96 68.00 73.00 -5.00 -0.72 No No
2 4.92 6.96 62.00 79.00 -17.00 -2.44 Yes No
3 4.92 6.96 79.00 87.00 -8.00 -1.15 No No
4 4.92 6.96 63.00 80.00 -17.00 -2.44 Yes No
5 4.92 6.96 74.00 46.00 28.00 4.02 Yes No
IV - ISS Self Esteem
Client SEM SeDiff Pre Post Change RC
RC
Met?
CSC
met?
1 - - 12 7 5 -1.76 No No
2 - - 6 3 3 -1.05 No No
3 - - 1 2 -1 0.35 No No
4 - - 13 6 7 -2.46 Yes No
5 - - 11 10 1 -0.35 No No
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B - 1  Year Follow Up -  Individual Change -  Less Severe 
I - Core
Client SEM SeDiff Pre Post Change RC
RC
Met?
CSC
met?
1 0.29 0.41 0.38 0.97 -0.59 -1.44 No Yes
2 0.29 0.41 2 1.84 0.16 0.39 No No
3 0.29 0.41 1.84 1.94 -0.1 -0.24 No No
4 0.29 0.41 2.5 0.78 1.72 4.19 Yes Yes
5 0.29 0.41 1.66 2.41 -0.75 -1.83 No Yes
II -DES
Client SEM SeDiff Pre Post Change RC
RC
Met?
CSC
met?
1 5.55 7.85 3.00 1.00 2.00 0.25 No Yes
2 5.55 7.85 67.00 101.00 -34.00 -4.33 Yes No
3 5.55 7.85 94.00 28.00 66.00 8.40 Yes No
4 5.55 7.85 121.00 111.00 10.00 1.27 No No
5 5.55 7.85 67.00 57.00 10.00 1.27 No No
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III - ISS Shame
Client SEM SeDiff Pre Post Change RC
RC
Met?
CSC
met?
1 4.92 6.96 17.00 25.00 -8.00 -1.15 No Yes
2 4.92 6.96 64.00 67.00 -3.00 -0.43 No No
3 4.92 6.96 52.00 59.00 -7.00 -1.01 No No
4 4.92 6.96 82.00 75.00 7.00 1.01 No No
5 4.92 6.96 53.00 53.00 0.00 0 No No
IV -ISS Self Esteem
Client SEM SeDiff Pre Post Change RC
RC
Met?
CSC
met?
1 - - 15 18 -3 1.05 No Yes
2 - - 6 3 3 -1.05 No No
3 - - 6 1 5 -1.76 Yes No
4 - - 7 9 -2 0.7 No No
5 - - 5 6 -1 0.35 No No
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Subject: RE: Presentations 11th Jan 11:30 - double-checking place
I have had very positive feedback about your presentations. Well done to
both of you all best
Paola
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Abstract
Aim: A wealth of literature has contributed to our understanding of Autistic 
Spectrum Disorder (ASD). However most of this research has been carried 
out with white families and there is a paucity of research documenting 
ethnic minority families’ experiences of ASD. The current study attempted 
to address this limitation in the research. The aim of the study was to 
explore South Asian parents’ experiences of their child’ s Autistic Spectrum 
Disorder (ASD) diagnosis process.
Method: Interpretative Phenomenological Analysis was used to analyse 
data from interviews with 8 parents (5 families) who had a child diagnosed 
with ASD. Parents were recruited from schools, child and adolescent mental 
health services, local authority child services, mosques and support groups.
Results: Four super-ordinate themes were developed from the analysis. 
These included the early search for support, meeting the family: the 
extended family’s rejection of ASD, a tug of war: finding a safe person and 
place in services and the struggle to maintain cultural links.
Conclusions: The findings suggest that in addition to common challenges 
reported by all families during their child’s ASD diagnosis process. South 
Asian families face unique challenges that arise due to specific cultural 
factors (e.g. language, cultural and religious beliefs). One of the key 
findings of the research is the loss of culture South Asian parents experience 
as a result of the ASD diagnosis. A range of implications for clinical 
practice that arise from the results are also described.
124
Major Research Project
Acknowledgements
First and foremost I would like to thank the parents who made this research 
possible. I would also like to thank my supervisor, Kate Gleeson for being 
so available, honest and for providing constructive feedback and my 
supervisor Sarah Johnstone for her support, unfailing encouragement and 
contributions during the process.
I would like to express my thanks to the entire clinical psychology course 
team as well as my fellow trainees without which cohort 39 would not be 
the same. I would also like to thank my partner, Hannes for his support 
during the roller coaster of training. Last but not least I would like to thank 
the rest of my family particularly my Mummy and Ape and brothers and 
sisters Karim, Naz, Jon, Debz and Bar whose support has been unwavering 
throughout.
125
Major Research Project
Introduction
A range of research contributes to our understanding of Autistic Spectrum 
Disorder (ASD). However, most of this research focuses upon the 
experiences of ASD in white families and there is a paucity of research 
documenting ethnic minority families’ experiences of ASD (Welterlin & La 
Rue, 2007). In comparison to white families, ethnic minority families may 
have a different experience of ASD due to factors such as cultural and 
religious beliefs (Jegatheesan, Fowler, & Miller, 2010a) therefore there is a 
need to develop research to include ethnic minority families’ perspectives. 
Consequently, this study aims to develop this research and explores South 
Asian parents’ experiences of their child’s Autistic Spectrum Disorder. 
Specifically, this research focuses on diagnosis as it is a crucial point in the 
ASD journey (Braiden, Bothwell, & Duffy, 2010). The research also 
focuses upon the South Asian community as it is one of the largest ethnic 
minority groups in the UK.
Outline of the Introduction
Firstly, the research and policy context is established, highlighting the need for 
research into the experiences of ethnic minority families with children with 
ASD.
Following this, ASD is introduced. Existing research dem onstrates that the 
interpretation and conceptualisation of ASD is intertwined with cultural and 
religious beliefs, and therefore, current Western models of defining and 
conceptualising ASD may be understood differently by South Asian families. 
This literature highlights that South Asian parents' experience of their child's
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ASD diagnosis may be different to white parents, indicating a need to research 
this experience.
The thesis then considers diagnosis. Literature regarding parents' experiences 
of the diagnosis of ASD in white families is reviewed; this body of work mainly 
focuses upon parental satisfaction with the ASD diagnosis and benefits of the 
diagnosis. Following this, the limited literature into the diagnosis of ASD in 
ethnic minority families is discussed. This research focuses upon disparities in 
rates of diagnosis of ASD and disparities in access to post diagnosis support 
between families from an ethnic minority background and families from a 
white background. This literature is reviewed to highlight the gap in 
qualitative research that looks into ethnic minority families' experience of ASD 
diagnosis. Following this, relevant theories in the diagnosis of ASD with ethnic 
minority families are reviewed.
Lastly, research in the South Asian community is explored to understand their 
experience of raising a child with a disability in the UK. This existing research 
highlights a number of challenges South Asian families experience including 
discrimination, stereotypes and stigma. This literature is focused upon as a 
way of highlighting challenges that may be relevant in South Asian parents' 
experience of their child's ASD diagnosis. Lastly, literature into South Asian 
parents' experience of the diagnosis of intellectual disabilities and the 
diagnosis of ASD is reviewed. This is then drawn together to outline the 
rationale for the current study.
A n o te  on term ino logy
Terms such as ‘ethnicity’ and ‘culture’ arc used inconsistently within 
research often causing much confusion. For the purpose of this study culture
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can bc defined as “a set of shared and enduring meaning, values, and beliefs 
that characterise national, ethnic, or other groups and orient their behaviour” 
(Mulholland, 1991, p .ll) . Additionally, the term ‘white’ will be used to 
refer to people from the majority culture and the term ‘ethnic minority’ will 
be used to refer to people from minority cultures to be consistent with other 
research (e.g. Hatton, 2004).
The lite ra tu re  search
As part of the literature search the following databases were used Web of 
Science, OvidSP (including Psyehlnfo, Medline, EMBASE), Scopus, 
Summon and SAGE. The terminology used to search these databases can be 
found in Appendix 1. No date restrictions were made on the searches, 
however searches were restricted to English. Literature was also gathered 
from relevant textbooks regarding ASD, diagnosis, culture and the South 
Asian community.
The Research and Policy Context
There are a range of governmental policies that highlight the importance of 
meeting the needs of those from ethnic minority backgrounds (e.g. 
Department for Education [DfE], 2004). However there is limited research 
into the needs of ethnic minority families with a child with disabilities, 
particularly a child with ASD (Jegatheesan et al., 2010a). Consequently, 
there has been a call for research into the experiences of ethnic minority 
families with children with disabilities such as ASD (Hatton, Akram, 
Robertson & Emerson 2003).
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Policy background
Government policy highlights the importance of meeting the eulturally and 
religiously diverse needs of children from ethnic minority backgrounds and 
their parents/carers. The Children’s Act (Department for Children, Schools 
and Families, 2004) and Every Child Matters: Change for Children (DfE, 
2004) places a duty upon statutory services to take account of these needs. 
For example they call upon services to develop strategies to reduce 
exclusion in ethnic minority groups and to use resources effectively to 
support their achievement in school. Similarly, policies related to 
parents/carers recognise that services need to be responsive to the needs of 
parents and carers from ethnic minority backgrounds (e.g. Every Parent 
Matters, DfE, 2007). Despite a range of policies outlining the need for 
services to take into account the culturally and religiously diverse needs of 
children and their families, there is an acknowledgement that there is still a 
large number of ethnic minority families who do not access or benefit from 
services. In a recent report from the Department of Health (Department of 
Health, 2012), a range of barriers to accessing services for families from an 
ethnic minority background are highlighted. Consequently, research is 
required into the needs of ethnic minority families, particularly those with a 
child with a disability such as ASD to help support these families to access 
services.
Guidelines on the diagnosis of ASD
Similarly, the National Institute of Clinical Excellence (NICE) guidelines: 
Autism Diagnosis in Children and Young People (National Institute for
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Health and Clinical Excellence, 2011), highlights the importance of meeting 
the needs of children from ethnic minority backgrounds. The document 
provides best practice guidelines on the recognition, referral and diagnosis 
of autism in children and young people. Within these guidelines there is an 
acknowledgment that there may be difficulty in the recognition and 
interpretation of behaviour of children from black and ethnic minority 
communities. Although the guidelines acknowledge possible differences 
during diagnosis in black and ethnic minority communities, there is no 
specific guidance on how to meet the needs of children and their families 
from such communities. Therefore there is a need to research their 
experience of ASD diagnosis to contribute to developing this specific 
guidance.
Autistic Spectrum Disorder (ASD)
Autistic Spectrum Disorder (ASD) is a pervasive developmental disorder, 
often characterised by a triad of impairments including impairments in 
eommunication, social cognition and imagination (Wing, 1981). The 
prevalenee of ASD within the South Asian eommunity in the UK is 0.8% 
(NHS Information Centre, 2012). Western models of defining and 
eoneeptualising ASD may be understood differently by South Asian 
families. Indeed, behaviours which characterise ASD can be deemed as 
normal and may be explained differently in the South Asian community as a 
result of cultural and religious beliefs. Consequently their experienee of the 
ASD diagnosis process may be different to white families and therefore 
there is a need to research this experience. Research highlights a number of
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these differences in defining and conceptualising ASD which are outlined 
below.
A cultural interpretation of Wing’s Triad of Impairments
Behaviours within Wing’s triad of impairments (1981) that characterise 
ASD may be interpreted as normal in South Asian communities as a result 
of cultural and religious beliefs. For example, in Wing’s triad of 
impairments (1981) a lack of eye contact in social interaction is interpreted 
as impaired social behaviour, a criterion of ASD (Wing, 1981). However, in 
India a lack of eye contact is interpreted as a sign of respect for elders 
(Daley & Sigman, 2002).
Similarly, in Wing’s triad (1981), impairment in eommunication is 
considered a criterion of ASD (Wing, 1981). However, some Indian parents 
and Indian professionals hold a belief that boys develop speech later than 
girls; therefore impairment in communication in boys is considered to be 
part of typical development (Daley & Sigman, 2002). The last component in 
Wing’s triad (1981) considers that a difficulty with imagination including 
problems in flexibility in thinking (Kleinhans, Akshoomoff, & Delis, 2005) 
is a criterion of ASD. However, some South Asian families do not value 
imaginative and flexible thinking and therefore it is not promoted (Daley, 
2004). Consequently, difficulties in imagination may be considered part of 
typical development (Daley, 2004).
The research reviewed highlights that South Asian parents’ cultural beliefs 
may influence their interpretation of behaviours within Wing’s triad of 
impairments. Therefore, South Asian parents may not accept a diagnosis of
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ASD as an explanation for their child’s behaviour (Jegatheesan, Fowler, & 
Miller, 2010b) and instead may explain their behaviour using cultural 
beliefs. Consequently their experienee of the ASD diagnosis process may be 
different to white families who may hold Western beliefs. Therefore there is 
a need to develop our understanding of South Asian parents’ experience of 
this process.
Cultural conceptualisations of ASD
Similarly western conceptualisations of ASD may be not be accepted by 
South Asian families, and instead they may explain ASD using cultural and 
religious beliefs. Western conceptualisations of ASD are predominantly 
based on medical models of classification in the Diagnosis and Statistical 
Manual of Mental Disorders 5^*^ Edition (American Psychiatric Association, 
2013) and the International Classification of Diseases 10 (World Health 
Organisation, 2004). The classification systems reflects Western beliefs that 
individuals with a diagnosis such as ASD do not behave ‘typically’ and 
require intervention that are often based upon the biological (e.g. 
medication), social (e.g. family support) and psychological (e.g. behavioural 
support) theories of ASD.
However, the South Asian eommunity may have a different 
conceptualisation of the western label ‘ASD’ that is entwined with cultural 
and religious beliefs. As within any community, research highlights a 
number of different beliefs around ASD in the South Asian community. 
Some research has highlighted positive conceptualisations of ASD. For 
example, in an ethnographic study in the USA, some Pakistani and
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Bangladeshi Muslims believed their child with autism was an innocent gift 
from Allah (Jegatheesan et ah, 2010b). However, other research has 
highlighted more negative conceptualisations of ASD. For example. Gabel 
(2004) demonstrated that some Indian Hindu families in the USA believed 
their child with a disability was a consequence of bad karma. In the South 
Asian community in the UK, 92% of the Pakistani and Bangladeshi 
population are Muslim whilst in the Indian community 56% are Hindu, 30% 
are Sikh, and 13% are Muslim (Office for National Statistics, 2011). Thus 
the South Asian community in the UK has a myriad of cultural and religious 
beliefs that may influence their conceptualisation of ASD. Consequently, 
their experienee of their child’s ASD diagnosis process is likely to be 
distinct to white families from other religious backgrounds and there is a 
need to develop our understanding of their experience of the process.
The ASD Diagnosis Process
As highlighted in the previous section. South Asian families may have a 
distinct experience of their child’s ASD diagnosis process. The diagnosis 
process is the point from sharing the initial concerning behaviour to 
receiving the diagnosis and responding to it (Braiden et ah, 2010). This 
process is a critical period in parents’ ASD journey and a positive diagnosis 
experience can have an important impact upon families (Stallard & Lenton, 
1992). However, as noted by Smith and colleagues (1994), parents are often 
dissatisfied with the ASD diagnosis process and it can be a source of stress 
(Howlin & Moore, 1997). Despite the importance of this period, parents’ 
experienee of this process is a relatively neglected area of research (Braiden
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et al., 2010). This section outlines some of the available research into the 
ASD diagnosis process in white families and ethnic minority families. From 
this research it is clear that there is a gap in qualitative research that looks 
into ethnic minority families’ experience of the ASD diagnosis process.
Parents’ experiences of the ASD diagnosis process in white families
Much of the limited research into the ASD diagnosis process is carried out 
with white families and investigates parental satisfaction when receiving the 
diagnosis. Early research looking at parents’ experiences of ASD diagnosis 
often used quantitative methods of investigation but has since been 
developed to include qualitative and mixed methods of investigation.
Early quantitative research highlights parents’ dissatisfaction with the ASD 
diagnosis process. For example, in a survey of 1200 parents’ experiences of 
the ASD diagnosis process in the UK, Howlin & Moore (1997) 
demonstrated that 49% of parents were either ‘not very’ or ‘not at all’ 
satisfied with the diagnosis process. Much of the dissatisfaction stemmed 
from long waits to receive a diagnosis. Although the results indicated that 
children were being diagnosed earlier, 63% of families had to wait for at 
least a second referral before an ASD diagnosis was confirmed and over 
25% of parents had to wait 5 years before the diagnosis was confirmed. 
These findings are supported by a number of other quantitative studies that 
highlight dissatisfaction with the ASD diagnosis process and lengthy delays 
before diagnosis (Smith, Chung, & Vostanis, 1994; Goin-Kochel, 
Mackintosh, & Myers, 2006). Howlin and Moore’s (1997) large scale study 
provides strong evidence of parents’ dissatisfaction with the ASD diagnosis
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process, however, the cross-sectional quantitative study makes it difficult to 
ascertain causality and does not address the complexity and idiosyncrasies 
of parents’ experiences of the diagnosis process that is afforded by 
qualitative research.
Later research from Midence & O'Neill (1999) attempted to develop 
qualitative research in the area. Their research extended the available 
quantitative research by highlighting the benefits of an ASD diagnosis. In 
the Welsh pilot study, 4 parents with a child with ASD were interviewed 
about their experiences of the ASD diagnosis process. In line with previous 
quantitative research (e.g. Howlin & Moore, 1997) parents reported a 
lengthy wait to confirm an ASD diagnosis. Some children were incorrectly 
diagnosed and one of the mothers was blamed for her child’s behaviour. 
However, the research also highlighted benefits of the ASD diagnosis, such 
as the diagnosis helping parents to understand and accept their child’s 
behaviour. This early piece of qualitative research helped to pave the way 
for further qualitative research into the ASD diagnosis process, however, the 
study held particular methodological problems. For example, parents were 
self-selected for the research, thus possible bias may have arisen. 
Additionally, no information about the rigorousness of the interviews (e.g. 
the length of the interviews and topics of focus) was described and therefore 
it is difficult to ascertain the procedural rigour of this research.
Following Midence and O’Neill’s research (1999) there was a marked shift 
towards qualitative and mixed methods research around the ASD diagnosis 
process. This research extended earlier studies of parental satisfaction with
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the process to investigate additional factors that influence satisfaction. 
Hasnat & Graves (2000) interviewed 23 families about their satisfaction 
with their child’s diagnosis of developmental disability. The results 
highlighted associations between parents’ satisfaction with the diagnosis, 
professionals’ communication skills and quantity of information received. 
Although this research highlights two factors that are important in 
determining parents’ satisfaction with the ASD diagnosis process, only 13 
of the 23 parents interviewed had a child with ASD, thus the results are not 
entirely representative of parents’ experiences of ASD diagnosis. 
Additionally, 20 of the 23 parents interviewed were mothers from white 
Australian backgrounds, thus the extent to which the findings are 
representative of fathers and of families in England is unclear. A more 
recent study by Braiden and colleagues (2010) also highlights factors that 
influence parental satisfaction with the ASD diagnosis process. Using 
thematic analysis, 11 interviews with mothers of children with ASD were 
analysed. Similar to Hasnat & Graves’ (2000) research, information was a 
key factor in parents’ satisfaction, though extending this research Braiden 
and colleagues (2010) found that it was helpful for parents to be supported 
to apply this information. Further factors that were seen as key in parents’ 
ASD diagnosis experience were receiving the diagnosis in person and 
having a professional to listen to their initial concerns. Again, the 
perspective of this research is limited to mothers and the research is carried 
outside of England, thus it is difficult to determine the extent to which these 
findings are representative of families in England.
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As can be seen from the research reviewed there is only a small pool of both 
qualitative and quantitative research into parents’ experiences of the ASD 
diagnosis process. The majority of this research has focused upon parents’ 
satisfaction with the diagnosis and factors that influence this satisfaction. 
One of the major drawbacks of this available research is that it has been 
carried out mainly with white families. Only a handful of studies have 
looked at the diagnosis of ASD in ethnic minority families which shall now 
be considered.
Parents’ experiences of the ASD diagnosis process in ethnic minority 
families
There are an extremely limited number of studies that look at the ASD 
diagnosis process in ethnic minority families. Much of the research into the 
process in ethnic minority families is quantitative and looks at disparities in 
the rates of diagnosis of ASD and disparities in access to post diagnosis 
support between families from an ethnic minority background and families 
from a white background.
Quantitative evidence of disparities in the diagnosis of ASD in ethnic 
minority families is mixed. Some research highlights disparities in the 
diagnosis of ASD between children from an ethnic minority background and 
children from a white background. For example Mandell and colleagues 
(2009) carried out a quantitative study that looked at the health and 
education records of 2568 children in the USA who were identified as 
meeting surveillance criteria for ASD. The analysis highlighted children 
who were African American, Hispanic or from other ethnic minority
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backgrounds were significantly less likely to have a diagnosis of ASD than 
children who were from a white background. The researchers suggested this 
difference may be due to ethnic minority parents placing an emphasis upon 
disruptive behaviour during the assessment rather than social impairment. 
Although their study highlights disparities in ASD diagnosis in ethnic 
minority families, the study had a significant methodological flaw. It relied 
upon secondary data; thus the accuracy of these records would have 
influenced the researchers’ ability to identify children with an ASD 
diagnosis, particularly as the researchers did not validate the secondary data 
with further information such as direct observation of the child. However, 
the large scale of the study meant that appropriate statistical analyses were 
able to be conducted, increasing the confidence in the results.
Other research conflicts with these results. For example, Yeargin-Allsopp 
and colleagues (2003) found no differences in the rates of diagnosis between 
African American children and white children. In the quantitative study that 
looked at secondary data from the health and education records of 289,456 
children aged 3-10 in the USA, 3.4 per 1000 African American children and 
3.4 per 1000 white children were diagnosed with ASD. Again, similar to 
Mandel and colleagues (2009) study the research is limited by the use of 
secondary data. However, the sample was very large, thus increasing the 
confidence in the results.
There are several similar quantitative studies highlighting mixed findings on 
the disparity in ASD diagnosis in ethnic minority groups (e.g. Fombonne, 
2005; Centre for Disease Control and Prevention, 2006). However, there is a
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difficulty in interpreting the range of studies due to differences in the 
population studied, design, method and analysis.
Another area of research into the ASD diagnosis process in ethnic minority 
families looks at access to post diagnosis support. Some quantitative 
research highlights that due to cultural barriers, parents from ethnic minority 
backgrounds with children with ASD are less likely to access post diagnosis 
support than parents from white backgrounds (Newacheck, Hung, & 
Wright, 2002). These barriers to treatment have been investigated by 
Grewal (2010) who highlights a number of eulturally specific barriers that 
South Asian parents face including, a lack of knowledge of ASD in the 
South Asian eommunity and judgement by other members of the South 
Asian eommunity.
The existing literature into the ASD diagnosis process in ethnic minority 
communities is clearly limited. Understandably much of this research is 
concerned with documenting disparities in diagnosis and post diagnosis 
support between families from an ethnic minority background and families 
from a white background. As a consequence of this focus, much of the 
available research has not been steered by theoretical concerns and is 
limited to quantitative studies (Hatton, 2004). Consequently, there is a gap 
in qualitative research that looks into ethnic minority families’ experiences 
of ASD diagnosis.
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Theories relevant to the ASD diagnosis process with ethnic minority 
families.
As mentioned, much of the research into the ASD diagnosis process in 
ethnic minority families has not been developed from a theoretical basis 
(Hatton, 2004). However, acculturation theory (Berry, 2003) and the 
experiential-contextual framework (Heer, Rose and Larkin, 2012) may 
provide helpful theories to understand ethnic minority families’ experiences 
of their child’s ASD diagnosis process.
A ccultura tion  theory
Acculturation theory (Berry, 2003) has previously been used to account for 
general experiences of ethnic minority groups (eg: to explain experiences of 
ethnic minority groups with mental health difficulties; Salant & Lauderdale, 
2003). However it has also been proposed as a theory to account for the 
experiences of ethnic minority families with a child with intellectual 
disabilities (Hatton, 2004) and therefore it may be a relevant theory to 
understand South Asian parents’ experiences of their child’s ASD diagnosis 
process.
Acculturation theory proposes that there are two dimensions upon which 
people from ethnic minority communities can vary; the first dimension is 
the extent to which the home country’s culture is maintained and the second 
dimension is the extent to which the host country’s culture is sought. 
Depending upon the dimensions, four strategies are adopted by ethnic 
minority groups including assimilation (where there is full participation 
within the host culture and the home culture is rejected), separation (where
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there is little participation within the host culture and the home culture is 
maintained), marginalisation (where individuals reject or are being rejected 
by both the host and home culture) and lastly integration (where there is 
participation in the host culture and the home culture is maintained).
Research highlights that the type of strategy adopted can influence ethnic 
minority families’ experience of caring for their child with a disability. For 
example. South Asian families who ‘integrate’ or ‘assimilate’ in the host 
culture are more likely to access post diagnosis support for their child with a 
disability (Hatton, Azmi, Caine, & Emerson, 1998). However research 
incorporating acculturation theory with families with a child with 
intellectual disability is in its infancy and there is no research incorporating 
acculturation theory and families with a child with ASD. Additionally, there 
are a number of criticisms around the theory. Some of the largest criticisms 
are the inconsistencies in how acculturation is defined across the research 
(Salant & Lauderdale, 2003) and the use of uni-dimensional instruments to 
measure acculturation despite suggestions that acculturation is bi- 
dimensional (Kim & Abreu, 2001). Despite these criticisms, in the lack of 
available evidence of other theories, acculturation theory may be a useful 
theory to make sense of South Asian parents’ experiences of their child’s 
ASD diagnosis process.
The experien tia l-con tex tua l fra m e w o rk
Similarly, the experiential-contextual framework (Heer et al., 2012) may 
help to make sense of South Asian parents’ experience of their child’s ASD 
diagnosis process. The fi-amework suggests that ethnic minority parents’
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experiences of caring for a child with a disability is influenced by an 
interplay between medical models of disability (e.g. biological views of 
disability, western views of disability), social models of disability (e.g. 
societal attitudes, physical barriers) and the minority experienee of disability 
(e.g. cultural beliefs, stigma, language barrier, eulturally inappropriate 
services).
This framework has been used in recent research to explore the experiences 
of South Asian families caring for a child with a severe disability (Heer et 
al., 2012). For example, using this interplay between the three models, the 
framework explains findings that South Asian parents are less likely to take 
up specialist services (Heer et al., 2012). It suggests that South Asian 
parents beliefs around learning disabilities (ie: minority experience) 
combined with eulturally inappropriate services (ie: the social model) can 
reduce the uptake of services based on a medical model (medical model). As 
the framework is recently developed the empirical evidence is limited. 
However, despite the lack of empirical evidence, the framework attempts to 
rectify the lack of theory in the literature around understanding ethnic 
minority families’ experience of caring for a child with a disability. 
Therefore it may also be a helpful framework to apply to South Asian 
parents’ experienee of their child’s ASD diagnosis process.
The South Asian Community
One of the largest ethnic minority groups in the UK is the South Asian 
eommunity; therefore the current research shall focus upon this eommunity. 
The South Asian community makes up 7.5% of the UK population which is
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equivalent to over 4 million people (Office for National Statistics, 2011). 
The term South Asian encompasses a number of different countries 
including Bangladesh, India and Pakistan (Modood, et al., 1997). Studies 
have looked at South Asian families’ experiences of having a child with a 
disability, though little research has been carried out into experiences of 
ASD generally and ASD diagnosis specifically. Some insight into possible 
challenges South Asian parents may face during an ASD diagnosis can be 
gathered from studies focusing upon South Asian parents’ experiences of 
raising a child with a disability. This section will outline some of the 
challenges gleaned from these studies. Additionally, some insight into 
concerns of South Asian parents during an ASD diagnosis can be gleaned 
from the limited research into South Asian parents’ experience of their child 
receiving a diagnosis of intellectual disabilities and a diagnosis of ASD. 
This section will also outline this research.
South Asian parents’ experiences with public services in the UK and 
with their cultural community when raising a child with a disability
The experience of South Asian families with a child with disabilities has
received some attention within research in the past 10 years. This research
highlights a number of challenges South Asian parents face both within
public services and within their own cultural community when raising a
child with disability. For example, in comparison to white families with a
child with disability. South Asian families experience disadvantages in a
range of services including housing, education and health and social care
services (Chamba, Ahmad, Hirst, Lawton, & Beresford, 1999). Chamba
and colleagues (1999) used a postal survey looking at the needs and
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circumstances of 600 South Asian families with a child with physical and 
learning disabilities in the UK which was then compared to the needs and 
circumstances of white families from a previous survey. This survey 
highlighted a higher level of unmet needs in South Asian families in 
comparison to white families, including receiving less disability benefit, 
receiving fewer specialist services, and receiving less information about 
their child’s disability. This study benefited from a relatively high response 
rate (66%) and the questionnaire was produced in multiple languages 
including Urdu and Punjabi, to capture the perspectives and experiences of 
families that are often missed in research. However, there were a number of 
methodological drawbacks. The use of a postal survey meant that 
participants could not be questioned for more detailed explanations of the 
key issues raised by the results. Additionally, the research relied upon self- 
report data which was not validated against another source, thus leaving 
questions around the significance of the findings. Though the findings of 
Chamba and colleagues (1999) are supported by qualitative research from 
Hatton and colleagues (1998). They interviewed 54 South Asian parents’ 
with a child with disability and highlighted that parents received a lack of 
information about their child’s disability and that there was a low uptake of 
specialist services. This documented marginalisation is a major challenge 
for South Asian families with a child with disabilities.
Furthermore, research highlights that stereotyped views held in services are 
another major challenge for South Asian parents raising a child with a 
disability (Butt & Mirza, 1996). These stereotypes have been explored by
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Byswater and colleagues (Byswater, Ali, Fazil, Wallace, & Singh, 2003) 
who interviewed 19 Pakistani and Bangladeshi parents with a child with a 
severe learning disability. In the study they describe stereotypes in services 
around religion and shame; for example, stereotyped views that South Asian 
families hold theological explanations of their child’s disability and that 
they experience shame around their child’s disability. They highlighted that 
these stereotyped views are sometimes then used by professionals to explain 
lower uptake of services among ethnic minority families in comparison to 
white families. However, the findings from their study highlighted that 
although religious beliefs and shame did influence service uptake, the 
relationship was more complex and varied. Indeed, factors such as 
institutional racism and stigma were also found to influence parents’ 
decision to take up services. South Asian parents also face stereotypes 
around the availability of extended family (Hatton, Akram, Shah, 
Robertson, & Emerson, 2004). However, this stereotype has been 
contradicted in research which suggests that South Asian families may 
receive less support from extended family in comparison to white families 
mainly due to the extended family’s location (Chamba et al., 1999). Finally, 
language and eommunication barriers between services and South Asian 
parents are identified as the largest challenge for South Asian parents raising 
a child with a disability (Raghavan & Small, 2004).
Not only is there research highlighting challenges South Asian parents face 
within public services, there is also research highlighting challenges within 
their own cultural community. Within research, there is evidence that South
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Asian parents may experience negative attitudes in their social networks and 
extended family when they have a child with a disability. For example, 
using the same interviews from Byswater and colleagues (2003), Fazil, 
Byswater, All, Wallace, & Singh, (2002) highlighted some Pakistani and 
Bangladeshi mothers were blamed for their child’s disability and that 
divorce was demanded. These negative attitudes resulted in isolation from 
the eommunity as they feared bringing their ehild to social, family or 
religious gatherings (Fazil et al., 2002). However, other research disputes 
this and suggests that families do not experience negative attitudes from 
their community and instead provides examples where parents actively 
bring their child to group gatherings, such as a father bringing his child to 
the mosque to pray (Jegatheesan et al., 2010b).
As can be gleaned from some of the literature, there are challenges that 
South Asian parents face in both the eommunity and in public services when 
raising a child with a disability. These challenges may also be relevant 
during their experience of the ASD diagnosis process. Further insight into 
concerns of South Asian parents during this process may be gleaned from 
the limited research into South Asian parents’ experience of their child 
receiving a diagnosis of ASD and alternative diagnosis such as intellectual 
disability. This research will now be reviewed.
The diagnosis of ASD and other disability in the South Asian 
community
There is only a small pool of research that has looked into South Asian 
parents’ experienee of diagnosis, some of which focuses on the diagnosis of
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intellectual disabilities and some of whieh focuses on the diagnosis of ASD. 
However, these studies are mainly conducted outside of the UK therefore it 
is difficult to ascertain how representative the issues highlighted are relevant 
for South Asian families living in the UK where diagnosis procedures may 
differ due to the prevalent use of a public health service over private 
healthcare. Concerns of South Asian parents during an ASD diagnosis may 
be gleaned from reviewing the limited research focussing on their 
experience of their child’s diagnosis of ASD and intellectual disabilities.
Hatton and colleagues’ (2003) mixed methods research looked into South 
Asian parents’ experience of the diagnosis of severe intellectual disabilities 
and highlighted a number of difficulties during the diagnosis process that 
were unique to South Asian families. Structured quantitative interviews with 
136 parents and 26 semi structured qualitative interviews were carried out 
with South Asian parents at two different time periods to explore their 
experiences of the diagnosis process of their ehild with severe disabilities. 
The results highlighted that the diagnosis took longer for South Asian 
families than for white families. It also highlighted unique language 
difficulties; two thirds of South Asian families received the diagnosis in 
English, although it was not their preferred language. Additionally they 
reported experiences of racism and discrimination during the diagnosis. 
However, the research also highlighted that South Asian and white families 
had similar views of what they considered good practice during diagnosis, 
such as clear communication and being provided with sufficient 
information. Additionally, findings suggested that parents with a shared
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understanding of the diagnosis were able to mobilise both informal and 
formal support networks. The mixed method study provided insight into a 
previously unexplored area and had several methodological strengths. The 
wide range of assessments used in the research meant that there was no need 
to rely on one measure alone and thus greater validity was developed. 
Additionally, the assessment measures used were translated into a number 
of South Asian languages, thus increasing access to families who do not 
speak fluent English and allowing for eulturally nuanced information to be 
captured. Strict measures were taken to ensure the validity of these 
translated measures including translating the measure, then independently 
retranslating them back to English to check the cross cultural validity of the 
translations. Despite the methodological strengths, the degree to which 
these experiences during diagnosis are similar for parents of a child with 
ASD is unclear. Indeed the research looks at children with severe physical 
and intellectual disabilities. Consequently this may not reflect the 
experience of a parent with an ‘invisible’ disability (Midence & O'Neill, 
1999) such as ASD. Additionally, the diagnosis process in ASD is distinct 
to that of a child with a severe physical and intellectual disability, thus again 
it is difficult to ascertain the extent to which the research highlights relevant 
issues for a South Asian parent with a ehild with ASD.
Other studies which have looked specifically at ASD include Daley’s (2004) 
study of the experience of ASD diagnosis in India. The large scale mixed 
methods study interviewed 95 families and used data from a questionnaire 
looking at what 937 mental health professionals viewed as necessary for an
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ASD diagnosis. The study highlighted culturally shaped health seeking 
behaviour during the diagnosis. They noted that parents in the study elicited 
diagnosis from multiple professionals and religious figures including 
psychologists, paediatricians and spiritual healers. The culture of receiving 
multiple perspectives which was noted in this study is also apparent in other 
research looking into Indian families’ health related behaviour (Nunley, 
1996). Daley (2004) also noted that the professional who delivered the 
diagnosis was viewed as ‘omnipotent’. This influenced the doctor that was 
sought for support during the diagnosis process; families would seek 
prominent doctors in the area. Lastly, the study also noted that rates of 
diagnosis were lower; hypothesising that difference in cultural norms of 
typical behaviour in children meant some families did not recognise 
symptoms as problematic. This study provides one of the few in-depth 
insights into ASD in India, a South Asian country. However, language may 
have affected the responses in the interviews. The interview was conducted 
in English and it was acknowledged that this may have meant that culturally 
nuanced information was lost. Additionally, little information about how the 
diagnosis process was carried out was provided, thus it is unclear as to how 
this relates to the process in the UK. However, it does highlight possible 
culturally influenced behaviours that may be relevant during parents’ 
experiences of their child’s ASD diagnosis in the UK.
One other study that has looked into South Asian parents’ experiences of 
ASD diagnosis has looked into the experiences of a particular religious 
group. South Asian Muslim parents (Jegatheesan et al., 2010a). The study
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consisted of 6 interviews with South Asian Muslim families in the USA 
supplemented by 17 months of observation of the family at home and in 
their community. The study highlighted a number of challenges in 
experiences of diagnosis as a result of cultural background. These 
challenges included cultural mismatches between professionals and parents, 
as well as cultural clashes in how to teach children between therapists and 
parents. For example, parents reported preferring professionals from a 
similar cultural background and reported differences in beliefs between 
what they felt was appropriate to teach their children. The research helps to 
highlight relevant cultural challenges during an ASD diagnosis. However, 
the rigorousness of the research is questionable; no mention of ethical 
consideration is described, given the longer term nature of the research, 
ethical rigour is particularly important as it increases the likelihood of 
ethical dilemmas arising. Additionally, given that the research was carried 
out in the USA, the transferability of the findings in the context of the UK is 
uncertain.
Lastly, one other study looked at diagnosis and treatment barriers faced by 
South Asian families who have a child with ASD in Canada (Grewal, 2010). 
In a qualitative study, 8 South Asian parents living in Canada were 
interviewed about their experience of accessing post diagnosis support. The 
results highlighted a number of common and culturally specific barriers they 
faced in diagnosis. Common barriers reported included a lack of funding, 
and a breakdown in communication with clinicians. Culturally specific 
barriers included a lack of knowledge of ASD in the South Asian
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community, and judgement by members within the South Asian community. 
This research provided an insight into barriers parents from a South Asian 
background face during the diagnosis process. As parents were recruited 
from a range of demographic backgrounds and through a range of avenues, 
the results likely represent a range of families that have a child with ASD. 
However the study has not been published and again, the study was carried 
out in Canada, therefore the transferability of the findings in the context of 
the UK is uncertain.
From the research reviewed, it is clear there is only a handful of studies that 
have looked at South Asian parents’ experience of ASD diagnosis, only one 
of which was carried out in the UK. Therefore it is difficult to ascertain how 
representative the issues highlighted are relevant for South Asian families 
with a child with ASD living in the UK. This study plans to address this 
issue by interviewing South Asian parents in the UK about their experience 
of their child’s ASD diagnosis process.
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Rationale for the Current Study
There is limited research documenting the experiences of ethnic minority 
families with children with ASD (Welterlin and LaRue, 2007). Research 
suggests ethnic minority families, such as South Asian families’ experience 
of ASD may be different to white families due to factors such as cultural 
and religious beliefs (e.g. Daley, 2004; Jegatheesan et al., 2010a). This 
difference is underscored in theories and frameworks such as acculturation 
theory (Berry, 2003) and the experiential contextual framework (Heer et al., 
2012) which highlight the role of culture in the experience of caring for a 
child with a disability. Consequently there is a need to examine the 
experiences of ethnic minority families with children with ASD. This study 
therefore explores South Asian parents’ experiences of their child’s Autistic 
Spectrum Disorder. Specifically, this research focuses on diagnosis as it is a 
crucial point in the ASD journey (Braiden et al., 2010). The South Asian 
community is also focused upon in the current research as it is one of the 
largest ethnic minority groups in the UK. As such the current study asked:
What are South Asian parents’ experiences o f their child’s Autistic 
Spectrum Disorder diagnosis process?
The study aimed to develop an in-depth picture of their experience to help 
identify the needs of South Asian parents during this process. Such research 
can help contribute to the development of a culturally sensitive ASD 
diagnosis process. The study also aimed to contribute to the early literature 
regarding the experiences of ethnic minority families with children with 
ASD.
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Method
A Qualitative Approach 
Rationale for a qualitative method
The present study employed a qualitative approach to address the research 
question. A qualitative approach was considered most appropriate for 
specific reasons. Firstly, currently there is a paucity of research in the area, 
indeed the majority of current research into South Asian communities and 
ASD is quantitative and looks at disparities in the diagnosis of ASD 
between different ethnic groups. Given the lack of research in the area, a 
qualitative inductive approach was considered appropriate as it allows the 
researcher to generate a rich range of data to open up the research question 
(Morrow, 2007). This is supported by Rennie, Watson and Monteiro (2002) 
who suggest that qualitative research designs are well suited when there is 
little research in the area. Additionally, a qualitative approach was 
considered appropriate for the current research given its focus upon the role 
of culture in diagnosis. This is also supported by Morrow (2007) who 
suggests that the use of a qualitative method is particularly useful when 
attempting to look at culturally specific information.
Interpretative Phenomenological Analysis (IFA)
Interpretative Phenomenological Analysis (IPA) was specifically chosen as 
the qualitative method of analysis as it attempts to understand experience in 
detail (Willig, 2008). This fits with the aim of the current research that 
attempts to explore South Asian parents’ experience of their child’s ASD 
diagnosis. IP A was selected over other qualitative methodologies such as
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narrative analysis, grounded theory, discourse analysis and thematic 
analysis for several reasons. Firstly, IP A was thought to be a more 
academically rigorous yet flexible approach to data collection and analysis, 
allowing a novice qualitative researcher to explore the participant’s life 
experience. Secondly, IP A was selected over alternative methods such as 
grounded theory given time constraints around the research and recruitment. 
Lastly, some alternative methods were thought to be over limiting due to 
their focus upon the content of speech. Given IPA’s wider focus which 
assumes that interpretation by the researcher is necessary to understand 
individuals’ experiences, it was thought that an IP A approach would allow 
for a deeper meaning of individuals’ experience, thus resulting in a deeper 
understanding of ASD diagnosis in South Asian communities.
IP A is underpinned by three areas of philosophy including phenomenology, 
hermeneutics and idiography. Current conceptions of phenomenology 
maintain a focus upon understanding an individuals’ personal lived 
experience. Thus it prescribes to the notion of multiple realities rather than 
the notion of a single reality. IP A attempts to understand individual’s 
experiences through the conscious descriptions of their personal experience 
(Smith, Flowers, & Larkin, 2009).
The second major underpinning of IP A, hermeneutics, is concerned with the 
interpretation of experience. IP A assumes that in attempting to understand 
individual experiences, the researcher will form their interpretation based 
upon their own thoughts and feelings (Smith et al., 2009).
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Lastly, IP A is also concerned with idiography, the specific. IP A offers a 
detailed method of understanding specific experiences (Smith et al., 2009). 
This is particularly important within the present research which has sampled 
a reasonably homogenous group, yet the individuals vary in a range of ways 
(e.g. ethnicity, religion, socio economic status). Thus, in order to make 
sense of the individual experience, it is crucial to look at the experience in 
specific detail.
Participants 
Inclusion/Exclusion criteria
Parents were included within the study if they resided in the UK though 
were originally from a South Asian country and had a child under the age of 
18 with a diagnosis of ASD. Their child’s diagnosis must have been made 
within the past 5 years to reduce the possibility of difficulty in recalling the 
events. They also had to have a multilingual background with either spoken, 
written or comprehension of two or more languages (one of which included 
English). This was done for practical matters, to ensure participants could 
communicate with the researcher and additionally, language is considered to 
be an important part of cultural identity (Lee, 2002). Parents were excluded 
from the study if they lacked capacity to give informed consent and if 
service professionals deemed them to be severely distressed by the 
diagnosis.
Recruitment
Purposeful sampling was conducted to identify South Asian parents with a 
child who had been diagnosed with ASD. Four rounds of recruitment were
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conducted as recruitment of parents was challenging. During the first and 
second round participants were identified through child and adolescent 
mental health services (CAMHS), schools and local authority services. 
During the third and fourth round, participants were identified through 
mosques and support groups. Individuals within each setting identified 
parents who met the inclusion criteria for the research. The parents were 
then provided with a participant information sheet (Appendix 2) and a cover 
letter (Appendix 3) outlining the research. Those who wished to participate 
were asked to either email the researcher or complete a tear off sheet and 
return it to the researcher. Potential participants were then contacted by 
email or phone to arrange an information sharing visit to discuss the 
research, answer any questions the family had and to obtain consent 
(Appendix 4) for the interview. A further visit was then arranged to conduct 
the interview.
Smith, Flowers and Larkin (2009) highlight that sample size is contextual to 
the study but give a rough guide of 4-10 participants in a professional 
doctorate project, whilst Smith and Eatough (2007) recommend 6-8 
participants for a post graduate research project. Weighing up this rough 
guidance with an idiographic commitment and the documented challenges 
in recruiting families from South Asian backgrounds (Welterlin and LaRue, 
2007), it was deemed appropriate to recruit between 5-10 participants.
In total 8 participants (5 families) were interviewed, five mothers and three 
fathers. A brief annonymised description of the families can be seen in table 
1:
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Table 1: Description o f  Participants
Child ParentsInterviewed
Ethnic
Background Religion
Age at 
Interview
Age at 
Diagnosis
Length
of
Interview
Rahim
Mother:
Muhera
Father:
Malik
Pakistani Muslim
3.5 years 
old
2.5 years 
old
1 hour 6 
minutes
Ashik
Emaad
Mother:
Anusha
Bangladeshi Hindu
3 years 
old
2.5 years 
old
6 years 
old
4 years 
old
1 hour 43 
minutes
Majid
Mother:
Noor
Pakistani Muslim
8 years 
old
3 years 
old
1 hour 20 
minutes
Kareem
Mother:
Aafreen
Pakistani,
Zimbabwean,
Egyptian
Christian
10 years 
old
5 years 
old
1 hour 40 
minutes
Father:
Asad
Pakistani Muslim
Tanisa
Mother:
Rupa
Father:
Akash
Bangladeshi Muslim
9 years 
old
6 years 
old
1 hour 56 
minutes
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Procedure
Method of data collection
Semi structured interviews were carried out. This method of data collection 
was chosen as it allows the researcher to capture the detailed experience of 
the participants in an attempt to make sense of the participants’ major life 
experiences (Smith et al., 2009). The interviews were carried out over two 
months.
Development of the interview schedule
The interview schedule (See Appendix 5) was designed in order to address 
the main research questions. The schedule aimed to discuss 3 main areas 
with participants: their experience before the diagnosis, their experience 
during the diagnosis process and their experience after the diagnosis. The 
questions designed were open ended and non-directive to allow participants 
to fully explore their experiences in their own way and with their own words 
(Smith et al., 2009). Additionally, each interview was conducted with 
prompts and additional questions unique to the person’s experience to 
generate an in depth personal account.
As the researcher was a novice in IPA, the interview schedule was designed 
with the guidance in Smith, Flowers & Larkin’s (2009) text and in 
collaboration with both academic supervisors (a clinical psychologist and 
research tutor). It was also developed in line with previous research looking 
at the experience of South Asian parents with a child with severe disabilities 
(Hatton et al., 2004). The interview schedule was also developed in 
collaboration with service user advisors and a teacher who worked closely
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with parents who had children recently diagnosed with ASD. Consultation 
with these different individuals informed the interview including the length 
of the interview, the areas covered in the interview, the language of the 
interview questions and the order in which the questions were asked.
Interview procedure
When participants had received an information sheet (See Appendix 2) and 
cover letter, they were asked to contact the researcher by e-mail or through 
returning an attached ‘consent to contact’ slip on the information sheet if 
they were interested in potentially participating in the research. Participants 
were then contacted by the researcher by telephone or email to arrange a 
visit to provide further details of the study. If participants agreed to take part 
in the research, an interview date was arranged.
Interviews took place at the participant’s home. Participants were asked to 
complete a consent form (See Appendix 4) prior to the interview. At the 
beginning of the interview, the purpose of the research, confidentiality and 
anonymity was discussed. Each interview lasted approximately between an 
hour to two hours and was audio-recorded. At the end of the interview, 
participants were provided with the contact details of the principal 
researcher and academic supervisors for any future questions or debriefing 
requirements and a list of support networks in their locality.
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Ethical Considerations
A favourable ethical opinion was granted by the Yorkshire and Humber 
regional ethics committee (See Appendix 6) and the University of Surrey 
Faculty of Arts and Human Sciences Ethics Committee (See Appendix 7). A 
number of ethical considerations influenced the research process including:
In fo rm ed  consen t
Following an information sharing interview and the dissemination of the 
participant information sheet, written consent was obtained from parents 
who took part in the research prior to the interview. They were also 
informed that they were free to withdraw from the interview or the data at 
any point.
Confiden tia lity
To ensure confidentiality all transcripts were annonymised and interview 
recordings were encrypted. All electronic copies of the files were stored on 
password protected university computers.
R isk  to p a rtic ip a n ts
The researcher acknowledged that participants may experience emotional 
distress during the interview. This was highlighted to the participants prior 
to the interview. To manage this, the researcher conducted the interview in a 
sensitive manner and adopted qualities such as active listening, warmth and 
summarising. Additionally, the researcher offered to take breaks during the 
interview. Access to further local support for the parents was also
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highlighted. During some of the interviews young children were present. 
The researcher acknowledged that issues discussed during the interviews, 
for example relating to sensitive family situations could have been 
emotionally distressing. To manage this, the young child was not present 
during the discussion of emotionally salient issues and further issues were 
discussed in a sensitive manner to ensure the child present was not 
distressed.
Data Analysis
The interviews were transcribed verbatim by the principal researcher using 
audio recordings. The transcribed data was then analysed using IPA to make 
sense of the parent’s experience, this process is described below. Although 
the process is set out in a stage format, the different stages were not 
necessarily linear. The initial stage in IPA as recommended by Smith and 
colleagues (2009) involves the researcher immersing themselves in the data. 
To do this, the researcher first listened to each audio recording whilst 
reading the transcript simultaneously. The transcript was then re-read 
several times, whilst noting initial observations, reflections and thoughts to 
further engage with the transcript.
The researcher then re-read each transcript and whilst staying close to the 
original transcript, initial codes were developed. These codes focused upon 
specific elements of the text and provided a description of what was said by 
the parents. Codes also focused upon language use, for example specific
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words or phrases that added meaning for the parent. Codes were also 
developed in a more interpretative manner through the researcher trying to 
develop ideas on the meaning parents are making in the transcript. This was 
done in the form of questioning and hypothesising possible meaning that 
parents were making.
Following the initial coding, each transcript was re-read and the researcher 
noted themes arising from each transcript. Subthemes were developed by 
focusing on the initial codes that were developed and by creating concise 
statements regarding what was important. Each interview was analysed in 
this manner with the researcher attempting to ensure that each interview was 
analysed independently from the other. Lastly, the researcher looked at 
connections between themes from each transcript. This was done by looking 
for patterns and similarities across themes, grouping themes in terms of 
meaning as well as identifying themes that better described other themes. 
During this process the original transcripts were repeatedly referred to (See 
Appendix 8-11 for an example of the data analysis process).
Throughout the analysis, the principal investigator regularly used 
supervision to check the interpretation of the data in the different transcripts 
as supported by (Smith, 1995). Furthermore, the themes that emerged were 
reviewed and discussed regularly with the supervisor to ensure they were 
representative of the data. Additionally, the principal researcher regularly 
met with a group of trainee clinical psychologists also undertaking an IPA 
study throughout the research to discuss the analysis. During this process, 
members of the group independently looked at excerpts from two transcripts
162
Major Research Project
and then discussed the emerging themes with the principal researcher. The 
researcher also maintained a research journal to reflect upon the research 
process, including the process of analysis (See Appendix 12).
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Ensuring Quality in the Research
Numerous guidelines have been developed from a number of disciplines 
outlining criteria to ascertain the quality in qualitative research (e.g. Elliott, 
Fischer and Rennie, 1999; Willig, 2008; Meyrick, 2006). As the current 
research is rooted in psychology, it was deemed most appropriate to use 
guidelines developed by Elliott and colleagues (1999) from a psychological 
perspective. The guidelines outline seven criteria when ensuring quality of 
the research.
Owning one’s perspective
The researcher should make clear their position within the research to aid 
transparency in the research process (Elliott et al., 1999). Highlighting the 
researcher’s position allows them to recognise their influence on the 
analysis of the data which can allow the reader to draw their conclusions 
about the quality of the research (Elliot et al., 1999). In order to assist in this 
process of transparency, a summary of the researcher’s positioning will now 
be considered using the concept of ‘the lens’ (Hoffman, 1990) to organise 
the positioning.
The p erso n a l a n d  pro fessiona l iens
Since working as a teaching assistant in a school for children with ASD, I 
have always had an interest in the area. Although I have had no professional 
experience of diagnosis, diagnosis has played a part in my personal life with 
several members of my family undergoing different diagnoses processes. 
Consequently, I have developed my own perceptions of the process, what it
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is like for a family member, the extended family and what is seen as a 
helpful process. Within my own experience, I believe it is helpful to have a 
consistent point of contact during the process. In my experience, knowing 
one person well in the process allows the family to feel better supported. I 
also believe that the support of other family members is helpful to support 
not only the person diagnosed but to support those closest to the person 
being diagnosed. I also believe that it is extremely helpful to be provided 
with specific details of the diagnosis. However, I do acknowledge although I 
have found this support helpful, this may not be the case for all families. I 
hope that during the research, my acknowledgement of my position will 
enable me to maintain a curious stance in the research that is not clouded by 
my personal experiences of a diagnosis process.
The serv ice  u ser  lens
Within services I believe it is extremely important to be open to continuous 
feedback and suggestions from service users. I strongly believe in using this 
feedback in the development of services so that they can develop with the 
needs of people who use the service. Although not the main point of the 
research, the results could contribute to services developing a greater 
awareness of the service users’ view point. However, I would not want my 
hopes of service developments and recommendations to influence how I 
interpret the data in case I were to close off to issues unrelated to service 
development. Thus I hope that my acknowledgement of this position will 
allow me to maintain an open stance to the research.
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The cu ltu ra l lens
As someone who would identify as being of mixed ethnicity, I have always 
been curious about the role of culture in clinical work which has motivated 
this current study. Within one culture I identify with, Burmese culture, 
ASD is an unrecognised disorder and instead children’s behaviours are 
understood in other ways. For example religious explanations would play a 
large role in understanding atypical behaviour such as ‘bad karma’. There is 
not a lot of awareness around disability as there is a culture of silence. It is 
possible that my mixed cultural background could expand my ability to 
recognise multiple cultural perspectives within the analysis. However, there 
is a hazard that I impose my cultural perspectives within the analysis. 
Though, as before, I hope acknowledging views of a culture I partially 
identify with will allow me to be more aware of my own perspectives and, 
in turn, maintain impartiality in my interpretation of the analysis.
The su p p o r t lens
During the research process, discussions with my supervisors and other 
colleagues were crucial to widening my perspective and ideas around the 
research. This allowed me to maintain an open curiosity around parents’ 
perspectives in the research, rather than having a narrow focus in the 
research.
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Situating the sample
The research participants should be described in order to allow the reader to 
consider the range of participants studied (Elliot et ah, 1999). As such, the 
sample is described previously in table 1.
Grounding in examples
Examples of the data should be used to illustrate the researcher’s 
interpretation of the data (Elliot et ah, 1999). This will allow the reader to 
evaluate the fit between the data and the interpretation. As such, multiple 
examples of the data will be used for each theme in the results section.
Providing credibility checks
During the analytic process credibility checks should be carried out on the 
themes that were developed (Elliott et ah, 1999). A number of credibility 
checks that offered an additional analytical ‘auditor’ were carried out. 
Firstly, the principal investigator regularly used supervision to check the 
interpretation of the data. Secondly, the development of the themes was also 
shared with an IPA study group that met regularly. Lastly, a research journal 
was maintained to reflect upon the development of the themes.
Coherence
A narrative and structure should be formed in the understanding of the data 
(Elliot et ah, 1999). As such in the results section a verbal narrative and 
table of how the results fit together will be presented.
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Accomplishing a general versus specific research task
It is important to recognise the extent to which general conclusions can be 
made (Elliott et ah, 1999). The limitations of the findings and the extent to 
which they may apply to other contexts should be acknowledged. This will 
be clearly outlined in the discussion section.
Resonating with readers
The report should accurately represent the subject matter and clarify or 
expand the readers understanding of the subject (Elliott et al., 1999). As 
such, the researcher will consistently endeavour to maintain the parent’s 
voice at the heart of the research to allow the reader to view their 
perspective.
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Results
Overview
In sum, 4 superordinate themes were identified across the interviews. These 
themes move from early on in the diagnosis, looking at the early search for 
support to later down the line in the diagnosis when responding to the 
diagnosis. The first theme ‘the early search for support’ highlights important 
elements for parents during the early stages of the ASD diagnosis. The 
subsequent superordinate themes provide insight into the diagnosis across 
the different levels of the system from the family system, the service system 
to a macro system of culture and the cultural community. Parents’ culture 
including their beliefs, values, customs and religious practices appeared to 
play a part throughout their experience of their child’s ASD diagnosis 
process.
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Table 2: List o f superordinate themes and themes
Superordinate Themes Themes
The early search for 
support
The long wait -  the fear of missing the ‘window 
of opportunity’
Searching for information to understand the proeess and 
the diagnosis
Meeting the family: The 
extended family’s 
rejection of ASD
‘there’s nothing wrong’ - the extended family’s 
rejeetion of the ‘invisible disability’
ASD as the mother’s ‘duty’
A tug of war: Finding a 
safe person and place 
in services.
Pushing baek at the ‘expert’ delivering the diagnosis
The ally - The ‘special’ professional during the process
The fight against service diserimination
Barrieades -  the consequence of eultural stereotypes 
and judgements held in services.
Calling on a range of services
The struggle to 
maintain eultural links
Cultural losses as a result of the diagnosis of ASD
Isolate or promote -  the impact of limited awareness 
and understanding of ASD in the South Asian 
Community
The impact of acculturation
The Early Search for Support
The search for support is prominent in other themes expressed by parents 
during the process of diagnosis, ranging from support from the extended 
family, services and the community. This superordinate theme highlights 
critical factors for parents in the initial search for support. These factors in 
the early stages of the diagnosis had a wide impact on parents from how 
parents supported their child, how they sought help following disclosure, as
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well as the emotional impact on themselves, thus highlighting the 
importanee of the initial stages of the ASD diagnosis.
The long wait -  the fear of missing the ‘window of opportunity’
Parents repeatedly spoke about the critical nature of time. Ubiquitously,
parents experieneed long waiting lists and assessment periods due to the 
various multi-disciplinary assessments that had to be carried out as part of 
the ASD diagnosis process. This created frustration and concern that their 
child would not progress if they were not seen promptly to be able to benefit 
from a ‘window of opportunity’ in intervention before the age of five. All of 
the ehildren of the parents interviewed were diagnosed relatively early on in 
the child’s life.
‘It should have been quicker, something alarming like this, report it 
to you, you should you know, assessment should have been straight 
away.... up until 5, they say up until 5 years old this is their most 
important bit” (Muhera)- Malik nods in agreement
“So when it comes to diagnosis, it took a long time, a lot o f  pushing, 
a lot o f  phoning people and writing and ... /  knew something was 
wrong and people were just you know taking their own sweet time. ” 
(Afreen)
Searching for information to understand the process and the diagnosis
Many parents highlighted that information was partieularly eritieal in the
initial search for support to aid their understanding of the proeess of 
diagnosis, their understanding of ASD, and in helping to access support 
services. Although it was recognised as critical some parents did not receive
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information or felt that the information they received was not appropriate 
for reasons such as it being inaccurate, or unhelpful to their specific 
situation.
“He gave us a booklet as well which was out o f date, yeah” 
(Muhera)
“No one, no one had given us any information about anything, not 
even the learning disability stuff. ” (Afreen)
In response to not receiving appropriate information some parents would do 
their own research to find information. Whilst some found this to be a 
helpful experience, others recognised that not all South Asian families 
would be able to access this information independently and that the quality 
of this information that is accessed independently is variable.
“I  remember at the time reading about MMR and autism, possible 
links, on parents’ forums, and that’s when I  started reading a little bit 
about autism and I  thought actually I  can see what PT (Stay and Play 
Organiser) is saying and he did have a bit o f  a speech delay as well. ” 
(Anusha)
“cuz there are some Asian families who don’t have time or don’t think 
to go on the internet or Google this and they can’t speak English... ” 
(Muhera) - Malik nods in agreement
“And that’s the problem with researching on your own because you 
come across the whole spectrum and you know your mind is like filled
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with a lot o f things and you ’re always thinking, OK, which one will 
actually work for your own child?. ” (Afreen)
Akash, Rupa, and Noor were the exception, they felt they did receive 
information that was appropriate. Rupa found this information to be 
particularly helpful as she was provided with information in an appropriate 
language for her extended family.
“I  asked EO to send me a Bengali leaflet for my Mum and....” 
(Rupa)
However, when explored it was increasingly clear that some parents may 
not have understood the information provided. This had implications for 
how they understood and interacted with their child.
“No I  don’t know at that time, after that when I  met the people, read 
the hooks and so many things then I  realize long life. I  have hope 
honestly, he is okay after one two years this is temporary thing and 
give medicine and something like that“ (Noor)
Similarly, some parents reported that they received appropriate information 
about the diagnosis process and felt they understood the roles of different 
members of the multidisciplinary team. However, when explored it was 
increasingly clear that the degree of parents understanding of the process 
varied greatly. Some parents had a good understanding and were aware of 
the roles of different members of the multidisciplinary team.
“No each individually, they took him away and then they did what 
they were doing. I  was there all the time so I  could see what they
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were doing, there were like play techniques, speech techniques, 
trying to see i f  he would interact any way ...” (Afreen)
Though other parents, such as Noor did not have as clear an understanding 
of the process of diagnosis. It seems that her understanding of the process 
was based upon a medical model of diagnosis where medical tests are taken 
and a diagnosis then formed.
“That's why I  went to the doctor and I  asked them and he said "We 
need to take some blood test” and after they diagnosis... ” (Noor)
Overall the superordinate theme highlights important factors in the initial 
stages of the ASD diagnosis including time and information. Subsequent 
themes will look at further down the line in the process of the ASD 
diagnosis.
Meeting the Family: The Extended Family’s Rejeetion of ASD
Further down the line, the response to the diagnosis of ASD by different 
family members was particularly pertinent for parents. This is indicative in 
the current theme where the response to the diagnosis appeared to vary 
according to the different family members. This theme highlights the variety 
of responses and the complexity of how the response interacts with the 
family’s cultural understanding of ASD. It also highlights the impact of the 
response upon the support parents provided to their child and spouse as well 
as the support parents received from others following the diagnosis.
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‘there’s nothing wrong’ - the extended family’s rejection of the 
‘invisible disability’
The majority of families reported that in reaction to being told about the 
diagnosis of ASD, an unfamiliar ‘invisible disability’, members of their 
extended fam ily  rejected the diagnosis. This rejection was often due to 
cultural differences in thinking about disability and a lack of awareness of 
ASD. Indeed, the extended family only viewed disability as physical and 
instead the child’s behaviour was interpreted according to gender 
stereotypes. Furthermore linked to the previous theme, ‘searching for 
information to understand the diagnosis and the process’, the extended 
family did not have any information or awareness around ASD.
''Muhera: My mother’s been terrible, my mother’s been really terrible, 
she’s uhhh... she said to me the other day, you 're lucky there’s nothing 
wrong with him daughter*
Malik: For them to see something wrong it's something physically 
wrong, for them seeing him running around playing laughing joking 
Muhera: oh look he's a boy, he's a naughty boy, you know he's 
alright” (Muhera and Malik)
“My Mum can't accept this thing (the diagnosis), honestly” (Noor)
Although members of the extended family did not initially accept the 
diagnosis, some members accepted it over time, whilst others continued to 
reject the diagnosis which was a source of emotional distress for families. 
Despite the extended family’s reaction to the ASD diagnosis, when 
available, they were identified as supportive and accepting of the child with 
ASD.
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”I  think for me it was hard when dad didn ’t want to accept that there 
was something wrong but then he eventually did.... ” (Anusha)
“My mom loves my son, just one that's why. I ’ve got the one brother, 
he is not married yet so I  got just one son. All the time they call him, 
speak with Majid put the phone to his ear, I  said he can't speak, they 
said no put the phone to his ear” (Noor)
The exception to this was Noor, although her extended family accepted her 
child with ASD and as seen above made efforts to develop a relationship 
with him, the father rejected both her child and the diagnostic label.
“My ex-husband is there (Pakistan) and he is not accepting it. When he
know he got the autism.............................  he is laughing and this type
o f thing... He said to me I  don't want this kid” (Noor)
ASD as the mother’s ‘duty’
Parents described how the main responsibility of caring for their child with 
ASD was seen as the duty of the mother. This responsibility fell upon 
mothers as a consequence of other family members’ rejection of ASD and in 
some cases due to the mother being blamed for the diagnosis.
“He (father) sort o f  knew but didn Y really want to know. So what he 
would do, he would play with the children but he wouldn’t accept that 
their behavioural issues, or the problems with their sleep, or the 
problems with their eating and their toileting was due to the autism. ” 
(Anusha)
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“They think it is a test., i t ’s a punishment., you have done something 
that’s why your kid is like that... and that’s when it is difficult... ” (Rupa)
“No in my culture, you know it is very had thing. Some fathers are very 
good you are in a second marriage, nothing matter. Some people are 
helping but some people can't. They said to me it is not our duty it is the 
woman’s duty for the children and our duty is for going out and doing 
job, something like this. ” (Noor)
From the quote, it seems as if some parents viewed this ‘duty’ as particular 
to their culture, although this pattern of mothers adopting responsibility is 
apparent in other cultures (Chamba et ah, 1999). In some families, although 
the mother bore the main responsibility, fathers provided substantial support 
both practically and emotionally. This was not only evident in what parents 
said but was also evident from observations of parent interactions with one 
another and their child during the interviews.
“I  think my husband sort o f left that part to me and then I ’d  sort o f  
relay bits o f information back to him about what we should do. ” 
(Anusha)
A Tug of War: Finding a Safe Person and Place in Services
Due to the various multi-disciplinary assessments that make up the process 
of the ASD diagnosis, parents interacted with a range of professionals and 
services. The title of this superordinate theme reflects the mixture of 
positive and negative experiences parents had at both the individual
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professional level and service level. Some of these experiences were 
particularly influenced by culture.
Pushing back at the ‘expert’ delivering the diagnosis
Parents spoke at length about their relationship with the various
professionals they met with during the diagnosis process. In particular they 
spoke about their relationship with the professional delivering the diagnosis 
who was typically a paediatrician. In this relationship the professional 
delivering the diagnosis was positioned as the ‘expert’ which was accepted 
by some parents.
‘Because you know paediatricians know everything’ (Noor)
However, most parents rejected this positioning and instead identified a 
collaborative relationship which identified the expertise of both the parents 
and the clinicians as more suitable during the process.
‘A lot o f professionals think they know better you see, a lot ... Some do, 
yes, don’t get me wrong, some do, but in this day and age where 
information is at the tip o f your fingers, they all don’t know that 
better... ’ (Afreen) -A sa d  nods in agreement
Both Afreen and Muhera remarked that although they favoured a 
collaborative relationship, they recognised the control the professional had 
in the relationship and this led to a feeling of disempowerment in supporting 
their child. Although they were both very active in seeking information for 
their child, they felt unable to advocate for their child during the ASD
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diagnosis process. Difficulties in communicating in English with 
professionals may also reduce parents’ ability to advocate for their child.
‘I f  you become angry and say look, you ’re not listening to me, they 
oh, we don’t deal with that kind o f  behaviour here, oh please, I  don’t 
think you should come back here anymore, that’s what they’ll do, 
you see and then you’ve lost’ (Afreen)- Asad nods in agreement)
One exception to this was Anusha who reported she had a developed a 
collaborative relationship with the professional who delivered the diagnosis 
and she spoke at lengths about a range of services she accessed 
independently for her children who were diagnosed with ASD.
The ally - The ‘special’ professional during the process
Parents also spoke about a ‘special’ individual professional who they
highlighted as particularly important in supporting them during the ASD 
diagnosis process. These individuals were from a range of professional 
backgrounds and parents highlighted that they were particularly supportive 
for several reasons. For some parents it was because the professional was 
from their cultural community and a family friend so they felt able to relate 
to them or they had a child with ASD so they felt able to share experiences. 
The support the individual professionals provided seemed to have 
implications for parents’ view of the diagnosis experience and how they 
accessed support services.
‘We had started the private speech therapist who was actually my 
friends cousin. So she had a good rapport with us anyway... ’ 
(Muhera) - Malik nods in agreement)
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‘My one friend she got the child same like Majid and he went to HS 
school.... She said to me, she has so many things... she gave me the 
information about so many things.. She said to me, you can call them 
and ask them... ‘ (Noor)
‘I  got another lady and then she was really, really good, because she 
was Pakistani, so she treated me differently than the other white 
lady. ’ (Afreen)
It seems as if a commonality between the parent and the professional was 
crucial in the development of the supportive relationship. For some parents 
this commonality did not necessarily mean having a shared cultural 
background, but simply a shared experience of being a minority.
The fight against service discrimination
Although parents had positive experiences with some professionals during 
the ASD diagnosis process, some parents also spoke about experiences of 
discrimination when they encountered other professionals. This 
discrimination was based on disability, ethnicity as well as religion. Despite 
the experience of discrimination, parents continued to fight for access to 
services.
‘But you have to, you have to, I  learnt especially in HGY and with 
the NHS you have to be really... because they think oh these kids 
aren Y going to progress so they push them into one corner. I  don Y 
want him to fa ll into the autistic black hole ’ (Muhera)
‘Unfortunately there was this lady who was, what’s it called, a 
psychologist, whatever, she told me, she said unfortunately, because
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o f my race or my colour, people are going to tend to look at me as i f  
I ’m stupid, so it’s better for me i f  I ... She actually told me this, this 
was her advice, you know, get, make yourself up, get dressed, so 
they ’II see something different, see what they can relate to and then 
they ’II start paying attention. So I  said OK. And I  did that and it 
worked. ’ (Afreen)
However, both Noor and Anusha were an exception, and they did not speak 
about any experiences of discrimination when they encountered services 
during the ASD diagnosis process.
Barricades -  the consequence of cultural stereotypes and judgements 
held in services
In addition to discrimination in services, families reported experiences 
where professionals negatively stereotyped the family and made judgements 
according to their cultural background and religious practices. These 
experiences lead to parents closing off from certain service professionals. 
For some parents it meant they did not feel able to be open with 
professionals and for others it meant they refused to engage with certain 
professionals.
‘She’s very stereotyping yeah and she mentioned to me before that 
I ’d work in Leicester and all o f  them are married to their cousins 
and they all have disabilities. And I  just said to her, well, I  chose to 
see i f  she wanted, maybe she saw the report or maybe she didn’t but 
we chose to keep it quiet cause people are so much stereotyping. ’ 
(Muhera)
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'And one psychiatrie as well he judged me as well... He 
does...because I  dressed TS up well and you know...she is well- 
dressed and so that psychiatric., he is saying you wanna be like her 
and you feel like saying “bitch get out o f my life. ” - I  know and he 
was ... "^laugh* ...so since then they put me o ff as well... ’ (Rupa)
Calling on a range of services
All parents spoke about obstacles they faced when trying to access public 
services, consequently parents accessed a range of different services 
including private and religious services. For some parents the obstacles, as 
mentioned previously, included long waiting lists to access the service. For 
others, a lack of awareness of public services and awareness of the process 
to access the service was an obstacle.
‘we wanted to know what was happening and they (NHS) were giving 
us some very long waiting time for appointments, so that’s why we went 
(for a private diagnosis). And we wanted to have a 2"  ^opinion anyway 
so we wanted to know. ’ (Muhera) - Malik nods in agreement
Additionally, some families accessed both public support services as well as 
more traditional support from their religious community. It seems as if 
some parents such as Akash and Rupa held both Western concepts of ASD 
and religious beliefs around the disorder concurrently which led them to 
access both support systems.
7 do when people say get the religious help and I  do go for them. You 
think maybe she will get better... I  am not going to deny I  don’t... I  do. ’ 
(Rupa)
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The Struggle to Maintain Cultural Links
This theme captures the difficulties parents faced in maintaining both their 
child’s and their own links with both their culture and cultural community 
following the diagnosis of ASD. The interviews suggest that parents’ 
acculturation in the UK impacted upon this experience.
Cultural losses as a result of the diagnosis of ASD
Parents spoke about a number of cultural losses including the loss of 
language, traditions and customs as a result of the diagnosis of ASD. Due to 
communication delays parents were advised to speak to their child in one 
language. As English is the main language spoken where they were living 
in, English was the recommended language. Consequently the child spoke 
English and did not speak the language of their parents’ country of origin, a 
key way of accessing aspects of cultural values, beliefs and traditions.
‘But unfortunately my children are not very receptive to learning 
another language! LAUGHS and to be fair, I  should know with 
autism, there’s always a language delay and I ’ve sort o f focused on 
them trying to be able to converse and understand English because 
obviously we live in this country and this is where they’ll be’ 
(Anusha)
‘Since he has been diagnosed we just speak English, we were 
starting o ff in Urdu here and there a little bit with the kids... ’ 
(Muhera)
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Tliis had implications on their child’s ability to communicate and interact 
with other family members and members of their community who only 
spoke their native language or did not speak English fluently.
7 want them to learn a bit o f  the language, at least the expressions i f  
they can’t read it, at least to be able to speak with my relatives you 
know that can Y speak... ’ (Anusha)
Other aspects of culture that parents reported that their child with ASD 
missed out on was their traditional home cooked foods. Their child would 
often reject traditional home cooked foods due to their selective eating 
patterns which are characteristic of ASD. Additionally parents reported that 
their child would also miss out on visiting their home country of origin as it 
was felt the journey would be too demanding.
‘He stopped eating, he was eating all our home cooked foods, all our 
Asian goods, but he stopped eating that ummm ’ (Muhera)
‘He (Her child) don Y know everything. That type o f stuffs, that’s why 
I  didn Y ’ take Majid in Pakistan, because you know otherwise he is 
confused’ (Noor)
Families also spoke about the difficulties in integrating cultural traditions 
and customs into the lives of their child with ASD.
‘The cultural thing that I ’ve found hardest, because o f the learning 
difficulties and like I  said with the communication difficulties. I ’ve 
not been able to focus that much on the more cultural aspects, I  
mean w e’ve done Bid and they know that they dress up and they do
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that. But any religious aspects or any language aspects, i t ’s not 
something that I ’ve been able to touch on, which has been very, very 
difficult. And I  think also back in Bangladesh you know the extended 
family, they find  it quite upsetting that the kids don’t speak a word o f  
Bengali or this and that and the other. ’ (Anusha)
The exception to this was Akash and Rupa, whose daughter retained many 
aspects of their home culture such as food, language, religion and attending 
cultural events which the family felt was beneficial as it allowed her to 
integrate in their cultural community.
‘Her Bengali, she doesn’t have an accent... you know whatever
words she learns proper like she is from Bangladesh she goes to
my sister's house for Islamic reading and all that’ (Rupa)
Isolate or promote -  the impact of limited awareness and 
understanding of ASD in the South Asian community
Within the South Asian community, parents spoke about a general lack of
awareness of ASD and understanding of ASD in the community which 
prompted different responses from parents. This appeared to be for different 
reasons. Linked to the theme previously, ‘searching for information to 
understand the diagnosis and the process’, information to increase 
awareness of the disorder was not widely available. Additionally, language 
difficulties likely exacerbated this lack of awareness. Parents reported that 
the word ‘autism’ is a novel concept, and it does not exist in their native 
language, which creates difficulties when explaining ASD.
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‘My experience, particularly o f autism from the Asian point o f view, 
I  think a lot o f people either stay in denial about it or they don Y have 
as much awareness..........
And I  think in the Asian community, and also places like 
Bangladesh, my relatives back in Bangladesh, i t ’s a very, very new 
concept for them. So whereas ...we ’re sort o f ten years ahead at the 
moment in the UK, so I  think for the family back there, it took me a 
while to actually break the news to them because I  ... to be fair I  
didn Y give them enough credit as well, Iwasn  Y sure how they would 
take it or how, whether like I  could explain it to them even, you 
know, because i f  i t ’s not something that you know or there’s only an 
English wordfor it but there’s not actually a Bengali wordfor i t ....
No, so it’s autism, so you know instead o f  saying autism, you say 
autism with an accent, he’s got autism... ’ (Anusha)
‘My mom said here, in Pakistan she explained with the situation you 
know he is thinking the same. In other country, it wouldn’t call this 
type o f kid and she said to me he is like this. I  said no. We call it this. 
In here, we call it autism. ’ (Noor)
Many parents spoke about the judgments and bullying they faced in their 
own community due to this lack of awareness and the impact it had upon 
their experiences in the South Asian community.
‘When we went Bangladesh it was really difficult because no one 
under stands....they don’t have a clue and so in the shopping areas
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and other places and things and people were just looking and you 
know because at that time she learnt few  words as well and emm 
they were thinking she is so rude, she is so aggressive, they just think 
she was difficult, her behaviour and we can't discipline her w e’re 
not good parents and we don't know how to deal with her. ’ (Akash 
and Rupa)
Actually my culture can’t accept that type kids you know, other
kids are umm  how to explain it is a bulling for this type kids’
(Noor)
As a result of the bullying and judgements some parents isolated themselves 
and did not participate in community or religious events such as attending 
the mosque or weddings. However others felt it was important to promote 
an understanding of ASD in their community.
“I  choose you know to go some places and not to...like I  said, I  left 
that wedding without eating because Tanisa wasn't behaving and 
people started talking they just whisper and they won't say anything 
to me ” (Rupa)
“But then I  thought, but i f  I  never raise awareness, i f  I  never am an 
advocate for my children, I ’m doing it in a professional 
environment, I ’m not doing it with my family and others, i f  I  don’t do 
that, no one will ever understand it and accept who they really are. ” 
(Anusha)
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The impact of acculturation
Acculturation appeared to play a role in parents’ experience of the diagnosis 
process. For some parents the extent of acculturation influenced the impact 
of the loss of links with the home culture community following their child’s 
diagnosis of ASD. For other parents, the extent of acculturation influenced 
their access to service support. Although this was not a theme highlighted 
by parents, it is evident when considering the differences between parents in 
the strain created by the loss of links with the home culture community and 
in their access to services.
Parents who were more integrated in to British culture (e.g. spoke English 
predominantly, predominantly viewed British media) appeared to be less 
strained by the loss in links with their cultural community than those who 
were more integrated in their South Asian cultural community (e.g. spoke 
predominantly their native language, and predominantly viewed their home 
culture media).
For example, Anusha whose husband was white British, prioritised 
integrating her children into British culture and reported less urgency and 
strain around the reduced links maintained in her cultural community. It is 
possible that her stronger integration in British culture reduced the strain 
associated with losing cultural links in the Bengali community.
Furthermore, parents who were more integrated in their South Asian cultural 
community accessed fewer support services than those who were more 
integrated in British culture. It appeared that a lack of awareness of services
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influenced why parents who were more integrated in their South Asian 
cultural community did not access support resources.
“I  didn’t know, you know this stuff, there are hooks you can buy that 
tell you how to speak to an autistic child, that show you how to write 
stories for an autistic child, you know, make ... I  did it all by myself 
but there are actually books that you can get. ’’(Afreen)
The lack of awareness of services appeared to be exacerbated by language 
difficulties. Parents who had difficulty in communicating in English 
reported added barriers to accessing a service.
"She gave me the information about so many things. She said to me you 
can call them and ask them. I  did everything honestly. But I  haven’t got 
the response. ” (Noor)
However, over time most parents, even those who were more integrated in 
their South Asian cultural community started to take up services. The 
exception to this was Rupa. In Rupa’s case, although in her personal life she 
was strongly integrated in her Bengali community, in her professional role 
she was integrated into British culture. She worked within a learning 
disability service and was aware of a range of services available early on in 
the process of ASD diagnosis.
Summary of Results
Overall the interviews have provided an insight into South Asian parents’ 
experience of the process of their child’s ASD diagnosis. The early stages 
of the ASD diagnosis are particularly important in the context of a ‘window
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of opportunity’ for ASD intervention mentioned by parents. The diagnosis 
of ASD gave rise to a diverse set of responses at different levels of the 
support system. These responses were intertwined with the parent’s diverse 
cultural backgrounds and individual circumstances. A discussion of these 
results will now follow.
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Discussion
This section will review the four super-ordinate themes in the context of the 
available literature and resulting implications for services will be 
considered. Subsequently a summary of these implications will be drawn 
and future areas for research will be considered. Following this, the study 
will be critiqued, conclusions will be drawn, and the researcher’s personal 
reflections of the study will be considered.
The Early Search for Support
This theme demonstrates particular factors that parents felt were critical in 
their search for support in the early stages of their child’s ASD diagnosis 
process. These factors, including time and information, are identified in the 
literature with white families (e.g. Smith et al., 1994) though the South 
Asian families in the current study had particular additional information 
needs.
One factor time, was crucial in the context of a ‘window of opportunity’ in 
ASD. Parents were often frustrated due to long waiting lists and long 
assessment periods as they were concerned about missing this ‘window of 
opportunity’. This finding mirrors previous research in ASD with white 
parents (Smith et al., 1994). However, the current research highlights the 
problematic notion of a ‘window of opportunity’ in the context of a 
prolonged multidisciplinary ASD assessment. Indeed, concern around 
missing this opportunity created added pressures during the early stages of 
the diagnosis. This theme highlights the pressure to deliver timely diagnosis; 
however the potential risk of an incorrect early diagnosis must be measured
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against the frustration and risk of a delayed diagnosis (Goin-Kochel et ah, 
2006). This suggests when services explain the diagnosis to parents, an 
understanding of the depth and duration of the diagnosis process could be 
useful to manage parents’ expectations and consequently their frustrations 
around the waiting period in their early search for support.
Information was also identified as a critical factor in parents’ early search 
for support. This has been underscored in other research with white families 
(e.g. Hasnat and Graves, 2000; Braiden et al., 2010) where availability of 
information was associated with greater parental satisfaction during the 
ASD diagnosis process. The current research highlights that South Asian 
parents have particular information needs during the ASD diagnosis 
process. Firstly, the availability of information in an appropriate language 
for both parents and their extended family was highlighted as useful. This 
particular information need is seen in previous research with South Asian 
families who have a child with an intellectual disability (e.g. Hatton et al., 
2003), where parents preferred information in their native language. 
However extending Hatton and colleagues (2003) research this study 
demonstrates the importance of ensuring parents’ understanding of the 
information provided, as many parents in the current study did not 
understand the information they were provided due to language barriers. 
Additionally, the families in this study did not always receive appropriate 
information. This was identified as particularly problematic for South Asian 
families as they may not be able to access further information independently 
due to language barriers.
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These experiences of information provision during the ASD diagnosis 
process can provide helpful implications for services. Firstly, routinely 
providing information in an appropriate language for parents and their 
extended family is critical for South Asian families given the potential for 
language barriers. Consideration should also be made as to parents’ level of 
understanding of the information. It could be important to review the 
information with a parent who may have difficulties in understanding this 
information.
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Meeting the Family: The Extended Family’s Rejection of ASD
Within the family system there were a range of responses to the ASD 
diagnosis that appeared to be interlinked with cultural and religious beliefs. 
This had a subsequent impact upon the type of support extended families 
provided to parents. Some members of the extended family rejected the 
diagnosis of ASD due to cultural beliefs around disability. Many of the 
extended family members perceived disability as solely physical and 
rejected the ‘invisible’ ASD; instead the child’s behaviour was explained 
using gender stereotypes. Consequently, South Asian parents felt unable to 
share the emotional impact of the diagnosis with extended family members. 
This is in contrast to research with European American parents who 
identified their extended family as a strong source of emotional support 
(Hutton & Caron, 2005) post diagnosis.
Similarly, as a consequence of the rejection of the diagnosis, the ultimate 
responsibility for the care of the child with ASD fell upon mothers. In some 
cases, this responsibility also fell upon mothers due to her being blamed for 
the child’s ASD diagnosis. Blame of mothers for their child’s disability has 
been identified in previous research with South Asian families (Fazil et al., 
2002). In the current research, one mother was blamed in the context of 
religious beliefs; it was thought that she was being punished by Allah. This 
is in contrast to previous research highlighting that some people in Muslim 
communities believe their child with ASD is an innocent gift from Allah 
(Jegatheesan, Miller, & Fowler, 2010b). The current divergent finding 
highlights the myriad of religious beliefs around ASD. This suggests the
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individual experience is vital in understanding South Asian parents’ beliefs 
around the diagnosis.
Although the diagnosis was rejected, the child was not, most family 
members were supportive of the child with ASD. The extended family’s 
acceptance of the child and rejection of the diagnosis suggests that the 
former is not necessary for parents to mobilise informal support. Although 
the available literature highlights the importance of the acceptance and 
understanding of the diagnosis to mobilise support (Hatton et al., 2003), it 
was not a requisite for support in the current research. This may highlight 
differences in the type of support the extended family would provide 
depending on their response to the diagnosis. For example, parents who had 
extended family members who accepted the diagnosis might identify them 
as a good resource for emotional support as well as practical child care 
support whilst families who did not accept the diagnosis may only provide 
the latter.
South Asian parents’ experience of the different family members’ response 
to the ASD diagnosis links with the experiential-contextual framework 
(Heer et al., 2012). The framework suggests that there is an interplay 
between the medical model of ASD and the minority experience in shaping 
families experiences of caring for a child with a disability, and this appears 
to be relevant with this finding. Families who adopted non-medical 
explanations (ie: rejected the medical model of ASD) rejected the diagnosis, 
instead preferring explanations that were in line with their cultural beliefs 
(ie: the minority experience). This highlights the need for professionals to
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understand the family beliefs around ASD and the specific family support 
available to an individual family. This understanding can then allow 
professionals to provide appropriate support. Additionally, although the 
research suggests that acceptance and understanding is not necessary for 
support, it does suggest that when this is present parents view their extended 
family as a good resource for emotional support. Therefore it may be helpful 
for professionals to promote an understanding of the diagnosis in the wider 
family.
A Tug of War: Finding a Safe Person and Place in Services
At the service level. South Asian parents had a mixture of positive and 
negative relationships with professionals and services during the ASD 
diagnosis. The study highlighted the added challenge in developing a 
relationship with services and service professionals during the ASD 
diagnosis process given the parents’ cultural context.
During the ASD diagnosis process, the professional delivering the diagnosis 
often positioned themselves as the ‘expert’. Similar to previous research 
highlighting Indian parents positioning professionals as ‘next to god,’ 
(Daley, 2004) one parent, Noor accepted the professional as ‘expert’. 
However in contrast to Daley’s (2004) research, most parents rejected this 
positioning and instead favoured a collaborative relationship. This contrast 
between existing research with South Asian parents in India and the current 
study may be explained using Berry’s (2003) theory of acculturation. Indeed 
as a result of parents’ integration in the UK, their perception of 
professionals perhaps reflects views that are more akin to socio-cultural
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perceptions of professionals in the UK (Braiden et ah, 2010) than in India 
(Daley, 2004).
This research with South Asian parents highlights the importance of 
services establishing a collaborative relationship with parents during the 
ASD diagnosis process. However the current research suggests establishing 
such a relationship may entail more complexity in the South Asian 
population compared to the white population (Braiden et al., 2010). Many 
families highlighted a difficult relationship with several professionals and 
raised concerns over the lack of consideration in some professionals’ 
interactions (e.g. insensitively remarking upon religious customs). 
Therefore, to promote a collaborative relationship that is considerate of the 
family’s cultural context, it is important for individual professionals to 
spend time familiarising themselves with important aspects of the culture 
identified by the family. Developing this collaborative relationship is 
particularly important in the context of ASD as it is a lifelong 
developmental disability; therefore establishing positive relationships with 
services early on in the diagnosis process can promote a positive template 
by which to establish future relationships with services.
This research found that positive relationships were developed with a 
‘special’ professional during the diagnosis process. Support from these 
individuals was seen as extremely valuable and they helped to encourage 
parents to access support services. Parents regarded sharing an ethnic 
minority background and having a pre-established relationship outside of 
the professional relationship as important in developing their ‘special’
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relationship. This pattern of relating to professionals may be explained 
through social identity theory which suggests that individuals pursue those 
who support their social identity (Tajfel & Turner, 1986). This is supported 
by research which highlights that strong interpersonal relationships are 
formed with people with similar backgrounds (e.g. religion, age, ethnicity) 
(Ashforth & Mael, 1989). This suggests it is important for services to have 
an ethnically diverse workforce to enable parents to perceive a connection 
between themselves and the professional.
Though parents established strong relationships with a ‘special’ 
professional, not all relationships were positive. Parents reported 
experiences of discrimination based on their ethnicity and their child’s 
disability. This finding fits with past research highlighting South Asian 
families’ experience of discrimination in a range of services (Chamba et al., 
1999). As well as discrimination in services, families found some 
professionals negatively stereotyped and made judgements about their 
cultural background and religious practices. Again, this finding has been 
noted widely in literature (e.g. Hatton et al., 1998). However, the current 
study provides evidence of discrimination and negative stereotyping against 
South Asian parents during the already challenging ASD diagnosis process. 
Such negative encounters during this process had a wide ranging impact 
upon parents. For example, some parents were no longer open with 
professionals and others refused to engage with certain service 
professionals. This finding is particularly concerning as the research 
highlights that some parents are unable to speak about the diagnosis with
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extended family members who reject the diagnosis, thus service 
professionals may act as a key support system.
Other support systems that parents accessed included private and religious 
support systems. Consistent with research with white parents (Liptak, et al., 
2008), South Asian parents sought private services in response to the 
obstacles in public services (e.g. long waiting lists). However, more distinct 
to parents in the South Asian community, parents in the current research 
also accessed services in response to cultural barriers (e.g. discrimination) 
and pursued services that fit their religious beliefs (e.g spiritual healer). 
Their interaction with the mix of public, private and religious support 
services can be related back to the experiential-contextual framework (Heer 
et al., 2012) in that the interactions appear to be influenced by all three 
components of the framework (ie: the medical model, social model and 
minority experience model). Parents’ beliefs around ASD (minority 
experience model) coupled with the cultural barriers to services, including 
discrimination (social model), influenced their uptake of public services that 
are based on a medical model (medical model). For instance, parents in the 
study who held both religious beliefs and western beliefs around ASD 
accessed both public and religious support services. Although the 
experiential contextual framework (Heer et al., 2012) can be potentially 
applied to the findings in the research, it is important to recognise that it 
needs to be empirically tested before any generalisations can be made. Of 
particular interest in the current research is that seeking support from more 
traditional services (e.g. a spiritual healer) did not prevent parents from
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seeking support from other medical based services. This suggests parents 
were able to hold both religious and medical explanations of their child’s 
behaviour concurrently.
This study highlights the integral role of professionals in supporting South 
Asian parents through the ASD diagnosis process. It is evident that finding 
a safe service is challenging for all parents regardless of ethnicity (e.g long 
waiting lists; Howlin & Moore, 1997). However the current research 
highlights the particular challenges for South Asian parents as their cultural 
and religious needs may not be met and instead they may be discriminated 
against due to these needs. As a first step to managing this challenge, 
professionals could spend time familiarising themselves with important 
aspects of the family’s identified culture. This can aid the development of 
the relationship between the professional and South Asian parent.
The Struggle to Maintain Cultural Links
At the macro level of culture. South Asian parents faced difficulties in 
maintaining both their child’s and their own links with their culture and 
community following the diagnosis of ASD. This is perhaps the most 
important component in the study as the loss in cultural identity is not 
something that is explicitly reported in the available literature.
Following the diagnosis of ASD, parents reported that their child lost out on 
a range of elements of cultural identity that were important to the family 
including language, traditions and customs. The loss of their native 
language was a particularly important element. Parents were encouraged by
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professionals to maintain a monolingual, English speaking environment due 
to their child’s communication difficulties. For parents this loss of their 
native language was particularly challenging as this was the language 
typically used with extended family members and with their cultural 
community, thus this diminished their child’s ability to interact with these 
groups. Additionally, in some families language was particularly important 
for fulfilling religious rituals including reciting the Koran, which meant the 
child was also disconnected from religious practices.
Previous research in other ethnic minority communities has noted similar 
challenges when parents with a child with ASD were encouraged to 
maintain a monolingual environment (e.g. Kremer-Sadlik, 2005). However, 
in contrast to the advice provided by professionals, the current study 
suggests that maintaining a multilingual environment can be beneficial. One 
family who chose to maintain a multilingual environment believed this was 
beneficial as it allowed their child to maintain strong relationships with 
certain extended family members and their cultural community and allowed 
them to partake in religious practices and cultural traditions. This suggests 
that during the ASD diagnosis process, clinicians need to understand the 
challenges created when parents maintain a monolingual environment. It 
may instead be helpful to consider the role each language has in the child’s 
life as well as their language development when considering the advice they 
provide parents on the use of language in the home.
This theme also highlighted a wider struggle to maintain links within the 
cultural community. Post diagnosis, parents reported facing negative
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judgments and bullying in their cultural community due to a lack of 
awareness around ASD. Whilst some parents used this experience to 
promote awareness in the community, many parents described isolating 
themselves from community gatherings. This echoes findings from previous 
research with South Asian families with a child with ASD in Canada (e.g. 
Grewal, 2010) and research with white families with a child with ASD 
(Farrugia, 2009). Though in contrast to previous research with white 
families, many South Asian families experienced added barriers to 
integration with the majority cultural community. Consequently their 
minority cultural community was critical and a loss in this community 
created significant isolation. South Asian parents’ experiences post 
diagnosis helps to highlight the importance of raising awareness of ASD in 
the community, whether this is through the service or through supporting 
families in their attempt to promote awareness. This appears to be 
particularly pertinent in the South Asian community as parents report the 
significant role the community played in their life.
Though the research highlights the impact of the struggle to maintain 
cultural links in the community during the diagnosis process, this impact 
was not uniform. The extent of parents’ integration in the UK appeared to 
influence this impact. For example, parents who were less integrated in the 
UK reported major challenges created by difficulties in maintaining links 
with their cultural community. This fits with Berry’s (2003) theory of 
acculturation, indeed it is possible that parents who were less integrated 
within the UK experienced greater challenges following the loss of links
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with their cultural community. Similarly, the extent of parents’ integration 
appeared to impact upon their experience of the diagnosis at other points in 
the process. Parents who were less integrated in the UK experienced even 
further barriers to accessing services. For example, parents who identified 
more with their home culture reported less of an understanding of the 
diagnosis process and less of an awareness of support services. Given the 
impact of acculturation during the ASD diagnosis process, it is important for 
services to be aware of the degree to which parents are integrated in the UK. 
This can help to identify possible barriers parents may face during the 
diagnosis process.
This study highlights the particular cultural losses South Asian parents face 
during their child’s ASD diagnosis process. As a consequence of particular 
characteristics of ASD, such as communication difficulties, parents face 
challenges in maintaining key elements of cultural identity (e.g. language, 
cultural and religious customs). This creates extra stresses within the family 
system. Additionally, parents also face difficulties in maintaining links with 
their cultural community. Although not a new finding, the critical place the 
cultural community holds for South Asian parents highlights the large 
impact that a loss of the community will bring.
Summary of the Implications
Overall the research highlighted a number of implications for practice which 
will be beneficial in developing the diagnosis process for South Asian 
parents. It is important to hold in mind that these implications are based on 
the particular South Asian parents in this current research and the
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experience of the service professionals have not been collected. 
Consequently, some of the implications may already be used; however the 
ideas may be helpful in confirming practice and emphasising the need for 
focus on specific areas. A summary of the implications discussed 
previously are outlined below:
• Parents need to be provided with good quality, practical information 
regarding the ASD diagnosis process and ASD in a language that 
they are comfortable with. Additionally, it is critical that clinicians 
check parents’ understanding of the information they have provided.
• Professionals need to understand the cultural and religious beliefs 
families and their cultural community may hold around ASD. This 
can help to highlight possible responses to the diagnosis from the 
family and community and subsequently determine the support 
available to the family.
• It is important for professionals to promote an understanding of ASD 
in the extended family and the parents’ cultural community to 
promote support.
• The development of a collaborative relationship between South 
Asian parents and professionals in a culturally sensitive context is 
critical during the diagnosis process. The development of this 
relationship entails complexities due to barriers such as language and 
cultural beliefs. However, a ‘special’ professional in this process 
may be a useful resource in developing this relationship.
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• It is important to assess the cultural losses families may experience
as part of the diagnosis process (e.g. loss of a multilingual
environment). This can help to inform clinicians’ advice post 
diagnosis.
• An awareness of the degree to which South Asian parents are
integrated in the UK can help support an understanding of the
barriers parents may face in accessing support services during the 
diagnosis process.
Critique of the Research
In order to evaluate the conclusions drawn in the research, it is critical to 
consider both the strengths and limitations of the current research.
The use of qualitative methods of investigation
The use of a qualitative method such as IP A, allowed the development of a 
detailed account of South Asian parents’ experience, thereby allowing their 
voices to be heard in the research. It provided in-depth insight into the 
complexity of their experience of the diagnosis process, which would not 
have been possible in a quantitative piece of research. Although the 
methodology allowed for an in-depth insight into the experience, it is 
unlikely to have uncovered all of the subjective aspects of parents’ 
experience of the diagnosis. To enhance the depth and range of 
understanding of South Asian families’ experience, an ethnographic study 
could be undertaken. This approach would have offered an extensive 
insight into the cultural aspects of South Asian families’ experience through 
a range of data collection methods and over multiple time points. The detail
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orientated nature of qualitative methods means it is difficult to generalise 
the findings to other parents who have undergone a similar experience. 
Despite this, the methodology has lent well to understanding South Asian 
parents’ experience of the ASD diagnosis process.
Research within the South Asian community
Recruitment of parents for the study proved extremely difficult, despite 
numerous recruitment stages and strategies through a number of services 
and organisations. Barriers to recruiting members of the South Asian 
community in research have previously been considered in the method and 
therefore do not require reiteration. However, due to these barriers such as 
parents’ experience of shame/pride and language barriers, it is possible that 
the research has not captured such parents’ experiences. For example, it is 
possible that there are parents who speak no English and experience high 
levels of shame therefore making it less likely they would access services or 
participate in research.
A further important consideration in the research was the combination of the 
participants who were interviewed. During some interviews both parents 
were interviewed. This was beneficial in some instances as it highlighted the 
role of the parental relationship during the diagnosis process. However, in 
other interviews, the mother was not as forthcoming about her experience 
when her husband was present. In this instance the husband adopted more of 
a supervision role during the interview. Upon reflection, it may have been 
more appropriate to assess on an individual basis as to who would be 
interviewed.
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Lastly, another consideration that may have restricted parents’ ability to be 
forthcoming during the interview was language. All interviews were carried 
out in English. For some of the families, English was the preferred language 
and therefore did not create difficulty. However, for less fluent parents, 
carrying out the interviews in English restricted their communication. This 
creates a clear bias and restricts the collection of culturally nuanced 
information. In some instances, the assistance of a translator may have been 
uncomfortable for parents who described negative attitudes displayed by 
‘insiders’ such as extended family and community members. For future 
research it would be beneficial to assess the advantages and drawbacks of 
the interview language and the presence of a translator.
Parents’ involvement in the researeh
The research was designed with the involvement of service users. For 
example, the interview schedule used in the study was developed in 
collaboration with a service user advisor as well as a teacher who worked 
closely with South Asian parents with a child diagnosed with ASD. 
However, it is recognised that this involvement was limited and does not 
meet recommendations for service user participation in research 
(Ramcharan, Grant, & Flynn, 2008). The involvement of parents in the 
development of the study was limited by the difficulties in involving South 
Asian parents in research. However, it would be beneficial to have on-going 
input in the study from parents, for example from interview development to 
the discussion of findings. This process can help to provide a stronger voice 
to parents’ experiences during the diagnosis process.
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Sample homogeneity
Parents who participated in the research had differing numbers of children 
with a diagnosis of ASD as well as differing numbers of children without a 
disability. Elements of parenting a child with a disability, such as adapting 
to the loss of a typically developing child and concern about the impact on 
other family members may differ to those who already had a child with a 
disability. It is possible that these differences influenced the development of 
the themes and therefore it may have been beneficial to keep these groups 
distinct from one another.
Areas for Future Researeh
The current research provides a qualitative view of South Asian parents’ 
experience of the ASD diagnosis process but in doing so it restricts the 
ability to generalise the results. A quantitative piece of research could be 
helpful to widen the applicability of the findings to the larger South Asian 
population. For example, a questionnaire could be designed using the 
themes identified in the current research. This would enable researchers to 
investigate South Asian parents’ experience of the diagnosis process on a 
larger scale whilst also assessing the validity of the themes identified in the 
current research.
Additionally, the current research highlighted the importance of the 
extended family and professional’s role during the diagnosis process. 
Research into their experiences of this process would be valuable. This 
would help to increase our understanding of the multiple perspectives in the
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process which ultimately would help to support the family as a system 
during the diagnosis process.
Conclusion
This study provides insight into South Asian parents’ experiences of their 
child’s ASD diagnosis process. The findings suggest that in addition to 
common challenges reported by all families during their child’s ASD 
diagnosis process (e.g long waiting lists; Howlin & Moore, 1997), South 
Asian families face unique challenges that arise due to specific cultural 
factors (e.g. language, cultural and religious beliefs). The study provides 
suggestions for how these challenges may be addressed to contribute to the 
development of a culturally sensitive ASD diagnosis process. The findings 
of this study can also contribute to the early literature regarding the 
experiences of ethnic minority families with a child with ASD.
Personal Reflections during the Research Process
Upon reflection, the research process has been a challenging but it has been 
a privilege to have been a part of it. Despite numerous difficulties, I have 
been in a very fortunate position to hear and share parents’ experience of a 
particularly challenging journey. Looking through my reflections at 
different stages of the process, I believe I have been committed to ensuring I 
hold an open mind whilst trying to make sure I do not impose my beliefs 
and values during the research. This space will look at reflections on my 
positioning in the research and the impact these may have had during the 
research process.
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During the early stages of the research I was uncertain of the use of 
qualitative methods; my initial reflections on the methods were tied up in 
my background in quantitative methods and apprehension over my lack of 
experience in qualitative methods. In particular the hermeneutic 
underpinning of IP A initially appeared particularly daunting. However, 
upon reflection, the use of qualitative methods was pivotal to the research. 
During the research interviews, parents commented upon how they valued 
the interview format in capturing their voice of the experience. 
Additionally, in looking at the emergent themes from the research, the 
individual nuances of their experience are apparent. Being able to capture 
different perspectives, supported by the phenomenological and idiographic 
underpinning of IPA, was vital in understanding parents’ experiences.
At the point of data collection, my positioning as a female appeared to 
impact upon the development of the research relationship. In some 
instances, it appeared that being female created a comfortable dynamic in 
the relationship. For example, for some mothers it meant they were able to 
dress without their hijab in the comforts of their own home. The ease in the 
relationship strengthened by my positioning as a female encouraged 
openness during the data collection interview which ultimately strengthened 
the voice of the parents in the research. However, in some instances, my 
positioning as a female possibly limited the research relationship with the 
father in the family. On the whole, the voice of the father in the research 
was less prominent and perhaps in future research, a balance in gender of 
researchers could help to foster the perspective of the father.
210
Major Research Project
Similarly, during the interview process and upon reviewing the emergent 
themes and reflections, my positioning as a mixed ethnic minority appeared 
to impact upon the research process. My status as an ‘insider’ in the ethnic 
minority group helped to foster a commonality in the research relationship 
with parents. However, I was an ‘outsider’ to parents’ local cultural 
community which appeared to be both beneficial and have drawbacks. 
During the interview process, being an ‘outsider’ to the local cultural 
community may have promoted openness and reduced any discomfort as 
parents had described feeling concerned at being judged by the negative 
attitudes in their cultural community. Thus in this instance, my positioning 
as an ‘outsider’ was beneficial, however this meant I did not hold culturally 
nuanced information which could have further informed my analysis.
Overall, I believe the research will provide a valuable resource to 
professionals working with South Asian parents going through a diagnosis 
of ASD as it can provide a strong starting point to reflect on what the 
experience is like. I have felt extremely privileged to hear parents’ 
experiences and I hope I have shared these experiences accurately and 
thoroughly.
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This table highlights the keywords use in the literature search; they reflect 
the three main areas of the review: Autistic Spectrum Disorder, Diagnosis 
and South Asian.
Table 3: Key words in Literature Search
Autistic Spectrum 
Disorder
Diagnosis South Asian
Autis* Spectrum 
Disorder, ASD, Autis*, 
Disabil*, pervasive 
developmental 
disorder, Aspergers 
syndrome. High 
functioning Autis*, 
HFA
Diagnos*, Diagons* 
Process, Diagnos* 
tests, Disclos*, 
Disclos* Process, 
Assessment,
South Asian*, India*, 
Bangladesh*, 
Pakistan*, Sri Lank*, 
Lthnic*, Lthnic* 
Minor*, Cultur*
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Information Sheet 
What is South Asian parent’s experience of their child receiving a 
diagnosis of Autistic Spectrum Disorder? 
Introduction
My name is Hannah Kyaw Thaung and I am a trainee clinical psychologist, 
training at the University of Surrey, based in Guildford. As part of my 
training I undertake a piece of research. I am researching South Asian 
parent’s experience of their child receiving a diagnosis of Autistic Spectrum 
Disorder and I would be grateful if you would help me with this by taking 
part in my study.
The point of diagnosis can be a difficult time and it is important that health 
professionals such as doctors and psychologists support families during this 
time. The experience of a child receiving a diagnosis of autistic spectrum 
disorder can be different for everybody and can be affected by where we 
come from. However, there is very little information on South Asian’s 
experience of when their child receives a diagnosis of autistic spectrum 
disorder. Therefore I would like to investigate this. The findings from this 
research can help to improve how health professionals support families 
during this time. This can help to improve family’s experience of when their 
child receives a diagnosis of autistic spectrum disorder.
Do I have to take part?
No, taking part in this study is entirely up to you. To help you decide 
whether or not to take part in the research, you can talk it over with friends, 
family, colleagues, health professionals and so on. You can also contact me 
for further information and I would be happy to answer any queries. My 
contact details are at the end.
Even if you agree to take part, you can choose not to answer any of the 
questions in the interview or you can withdraw from it at any time without 
giving a reason.
Whether or not you decide to take part in this research, your decision will 
have no effect on any care or treatment you are receiving.
What will I have to do?
I will come to meet with you at your home or a place convenient to you in 
the community to explain the research and to answer any questions you may 
have. If you want to take part in the research I will meet with you again 
where I will ask you questions about your experience of when your child 
received their diagnosis. I will be writing down and recording your answers.
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this will simply be to remind me of what we discussed. This will take no 
more than 90 minutes.
How do I agree to take part?
You will be asked to sign a Consent Form, to say that you have understood 
what the research is all about and that you have had the chance to ask me 
any questions first. The Consent Form also says that all information about 
you is kept confidential in accordance with the Data Protection Act 1998. 
Does what I say get shared with anyone else?
What you say will remain confidential and will only be seen by myself. 
Your name and all personal details about you will be kept anonymous in the 
study. This includes any information about where you live, your real name, 
your age, gender, ethnicity, religion, etc. -  or any other information that 
would identify you personally.
Research is always supervised by someone senior to me, so my research 
supervisor may have access to the information about you during the research 
study. As supervision is to help me ensure I am conducting the research 
properly and according to ethical guidelines, your real name would not be 
used during these sessions and I would use a fictitious name to identify you. 
My supervisor’s name and contact details are at the end.
No other clinical professionals involved in your care, or your family’s care, 
will have access to the information you give me during the research.
All information gathered during this research study will be stored securely 
in a locked filing cabinet at the University of Surrey, in accordance with the 
Data Protection Act 1998 and will be destroyed after five years. Audio 
recordings will be destroyed once the interviews have been written up 
(transcribed).
What happens when the research study is completed?
Research takes time, often years, to complete. By then you may have 
forgotten about it! But I and my supervisors will be seeking to publish the 
findings of the research. Sometimes we present our research findings at 
meetings (for instance, at service users’ and carers’ support groups or 
conferences). Again, all personal details about you will be kept confidential 
(your real name, your age, gender, where you live, etc.), and no-one will be 
able to identify who you are.
Reports of my research are often published in academic journals, which the 
general public don’t tend to see. I can send you a copy of the final research 
study if you would like, plus copies of any articles in which the research is 
published. This piece of research will be completed by 2013. You can visit 
the University of Surrey library as a day visitor if you’d like to read any of 
the journals (you won’t be able to take any books or publications away with 
you, however). I can you give you information about how to do that.
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What are the benefits of taking part?
The research provides an opportunity for you to talk about and reflect on 
your experience of when your chid received the diagnosis.
Changes to health services are based on the findings of research studies. It 
is only by researching real people and real issues, can we discover what’s 
working and what needs improving. Your input to this research is therefore 
vital. While you may not see any immediate change or benefit to yourself 
or your family, you will be contributing to an important piece of research 
that will improve the health treatment and services of others in the future.
Are there any downsides of taking part?
You may find some of the questions quite personal If you find a question 
too personal or upsetting in any way, you don’t have to answer it. We can 
also take a break at any time during the interview or decide not to carry on 
with it. Many people find talking about their experience can be helpful, but 
others may find it brings up upsetting feelings or memories. If this happens 
and you would like some support afterwards, then I can spend some time 
afterwards with you or you can contact any of the services on the list of 
services attached.
What if there is a problem?
If you have any concerns about any aspect of the way you have been treated 
during the course of the research study, then you can contact one of my 
Supervisors. Their names are Sarah Johnstone and Kate Gleeson. Both of 
their contact details are the end.
Has the research been approved by any committee?
The study has been approved by the Faculty of Arts & Human Sciences at 
the University of Surrey Ethics Committee.
What to do next?
I hope I have answered all of your questions about the research study, but 
please feel to ask me anything else that I have not covered.
If you would like to be contacted regarding participating in the study please 
fill out the slip below and return it in the addressed envelope. Alternatively 
you can send me an email with your contact details to:
h.kyawthaung@surrey.ac.uk
I shall then contact you to arrange a visit at a time convenient to you.
Thank you for taking the time to consider participating in this study.
222
Major Research Project
Return Slip
I  would like to be contacted regarding participating in the study. My 
Details are:
Name:
Contact Details (fill in as preferred) 
•  E m ail--------------------------
Telephone Number ____________________________________________
(Please indicate what time and day it is best to contact you)
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UNIVERSITY OF
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Dear Parents,
I am a Trainee Clinical Psychologist from the University of Surrey and I am 
conducting a study investigating South Asian parent’s experience of their 
child receiving a diagnosis of Autistic Spectrum disorder. I am interested in 
hearing about your experience and I would like to invite you to take part in 
this study. I have attached an information sheet explaining the research in 
more detail. If you are interested in learning more about the research or 
taking part in the research, please fill out the slip at the bottom of the 
information sheet and return it to the address provided. Alternatively you 
can email me at to express your interest.
Thank you for your time.
Yours Sincerely,
Hannah Kyaw Thaung
Trainee Clinical Psychologist
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UNIVERSITY OF
SURREY
Autism from a cultural perspective: South Asian parent’s experience of 
their child receiving a diagnosis of an ASD
Consent Form
• I agree to being interviewed for the research project to look at my 
experience of my child receiving the Autistic Spectrum Diagnosis.
• I understand that my decision to take part in this research study is 
voluntary and that I am free to withdraw from it at any time without 
having to give a reason. Should I withdraw from the study, this will 
not affect any treatment that I or my family are receiving.
• I have read and understood the Patient Information Sheet supplied 
and have had the opportunity to consider the information, ask any 
questions and have had these answered satisfactorily. I have been 
given a full explanation by the researchers about the nature and 
purpose of the study and of what I will be expected to do. I have 
been advised about any potential effects on my well-being, and how 
these can be supported. I agree to let the researcher(s) know 
immediately if I feel distress or discomfort or feel unwell in any way 
during the research.
I understand that all personal information about me is held and 
processed in the strictest confidence, and in accordance with the 
Data Protection Act 1998. I agree that the results of the research can 
be used in any way, as long as my anonymity is preserved.
Name of participant:
Signature:
Date:
Name of researcher:
Signature:
Date:
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Autism from a cultural perspective: South Asian parents’ experience of 
their child receiving a diagnosis of ASD
Copv of the Interview Schedule
General
o Basic Information, including parent and child age and gender, 
when child’s diagnosis was received, ethnicity and religion, 
number of people in household with and without and ASD, 
preferred spoken and written language (s), country of origin and 
length of time in the UK. 
o Any questions for the interviewer about the research project or 
the interview
Before the Diagnosis
o How did your child’s diagnosis of ASD come about?
(Prompts: Reason why sought help. What difficulties 
reported)
o What did you think and feel about your child’s behaviour
before the diagnosis?
The Diagnostic Process
o Well tell me about the diagnostic process?
o When and where did the diagnosis take place?
o What did the diagnosis involve? (Prompt: how was it
explained? Who told you?) 
o How did you feel on the day of the diagnosis and how did
you feel upon your child receiving the diagnosis? (Prompts: 
Thoughts and feelings, expectations for the future) 
o What were your initial thoughts or feelings about the way
you were told? (what was good/bad about the process?) 
o What advice would you give to clinicians or parents who go
through the process? (prompts: could anything have been
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done to make the telling easier. Is there any other help that 
you would have liked?) 
o Who helped you at this time? In what ways?
After the Diagnosis
o Are there any positive or negative things about the diagnosis? 
o You said when your child was first diagnosed with ASD you 
felt X. Did your feelings about the diagnosis change with 
time and, if so, in what way? (Prompts: changes in meaning 
of diagnosis, changes in feelings or emotions, changes in 
implications for the past and future, changes in thoughts 
about the cause of difficulties) 
o Have you told anyone about the diagnosis? (If so who, how 
did you explain it and how did they react: If not then why 
not)
o In general, do you think people feel any different or act any 
different towards you or your child when they know they 
have ASD?(Prompts: reasons why, impact on family)
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Health Research Authority
NRES Committee Yorkshire & The Humber - Humber Bridge
Yorkshire and the Humber Research Ethics Office
First Floor 
Millside 
Mill Pond Lane 
Leeds 
LS6 4RA
Telephone: 0113 3050127 
Facsimile: 0113 8556191
Ms. Hannah Kyaw Thaung 
Trainee Clinical Psychologist
Surrey and Borders Partnership NHS Foundation Trust
School of Psychology Faculty of Arts and Human Sciences AD Building University of Surrey
Guildford
GÜ2 7XH
Dear Ms. Kyaw Thaung
Stijdy title; Autism from a cilltural perspective: South Asian parent's
experience of their child receiving a diagnosis of autistic 
spectrum disorder (ASD)
REG reference: 12/YH/0173
Protocol number: n/a
Thank you for your letter of 23 April 2012 responding to the Proportionate Review 
Sub-Committee's request for changes to the documentation for the above study.
The revised documentation has been reviewed and approved by the sub-committee.
Confirmation of ethical opinion
On behalf of the Committee, I am pleased to confirm a favourable ethical opinion for the 
above research on the basis described in the application form, protocol and supporting 
documentation as revised.
Ethical review of research sites
The favourable opinion applies to all NHS sites taking part in the study, subject to 
management permission being obtained from the NHS/HSÇ R&D office prior to the start of 
the study (see “Conditions of the favourable opinion” below).
Conditions of the favourable opinion
The favourable opinion is subject to the following conditions being m et prior to the start of 
the study.
Management permission or approval must be obtained from each host organisation prior to 
the start of the study at the site concerned.
Management permission (“R&D approval'') should be sought from all NHS organisations 
involved in the study in accordance with NHS research governance arrangements.
A R esearch  Ethics Committee iestablished by the Health R esearch  Authority
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Guidance on applying for NHS permission for research is a vailable in the Integrated 
Research Application System or at http://www. rdforum. nhs. uk.
Where a NHS organisatioh’s role in the study is limited to identifying and referring potential 
participants to research sites (“participant identification centre"), guidance should be sought 
from the R&D office on the information it requires to give permission for this activity.
For non-NHS sites, site management permission should be obtained in accordance with the 
procedures o f the relevant host organisation.
Sponsors are not required to notify the Committee o f approvals from host Organisations.
It is the responsibility of the sponspr to ensure that all the conditions are complied 
With before the start Of the study or its initiation at a particular site (as applicable).
You should notify the REC in Writing once all conditions have been met (except for 
site approvals from host organisations) and provide copies of any revised 
documentation with updated version numbers. Confirmation should also be 
provided to host organisations together with relevant documentation.
Approved documents
The documents reviewed and approved by the Committee are:
Document Version Date
Evidence of insurance or indemnity 08 July 2011
Interview Sctiedules/Topic Guides 1 01 March 2012
Investigator CV 12 March 2012
Other: CV for Kate Gleeson 13 March 2012
Other; CV for Sarah Johnstone 05 March 2012
Other: Minutes from Major Project Proposal Review Meeting 21 November 2011
Other; Service user; Meeting notes 04 October 2011
Other: Safeguarding Certificate 18 January 2012
Participant Consent Form 2 01 April 2012
Participant Information Sheet 2.0 01 April 2012
Protocol 1.0 01 November 2011
REC application 13 March 2012
Response to Request for Further Information 24 April 2012
Statement of compliance
The Committee is constituted in accordance with the Governance Arrangements for 
Research Ethics Committees and complies fully with the Standard Operating Procedures for 
Research Ethics Committees in the UK.
After ethical review
Reporting requirements
The attached document "After ethical review -  guidance for researchers” gives detailed 
guidance on reporting requirements for studies with a favourable opinion, including:
•  Notifying substantial amendments
A R esearch  Ethics Com mittee estab lished  by the Health R esearch  Authority
233
Major Research Project
12/YH/0173 P a g e  3
• Adding new sites and investigators
• Notification of serious breaches of the protocol
• Progress and safety reports
• Notifying the end of the study
The NRES website also provides guidance on these topics, which is updated in the light of 
changes in reporting requirements or procedures.
Feedback
You are invited to give your view of the service that you have received from the National 
Research Ethics Service and the application procedure. If you wish to make your views 
known please use the feedback form available on the website.
Further information is available at National Research Ethics Service website > After Review
I 12/YH/0173 Please quote this number on all correspondence_________
With the Committee’s best wishes for the success of this project 
Youm-sincerely
.n Dr Lynn Gawkwell 
(\ Chair
Email; nicola.maIlender-ward@nhs.net
Enclosures: “After ethical review  -  guidance for researchers”
Copy to: Glenn Moulton, University o f Surrey
M sDorrie Mystris, Surrey and Borders Partnership NHS Foundation 
Trust
A R esea rch  Ethics Committee established by the Health R esearch  Authority
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University of Surrey Faculty of Arts and Human Sciences Ethics 
Committee Approval Letter
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UNIVERSITYOF
SURREY
Dr Adrian Coyle
Chair: Faculty of Arts and Human Sciences Ethics 
Committee 
University of Surrey
Hannah Kyaw Thaung 
Trainee Clinical Psychologist 
School o f Psychology 
University o f Surrey
FacuW of
Arts and  Human Sciences
Faculty Office 
AD Building
Guildford, Surrey GU2 7XH UK
T: +44(0)1483 689445 
F; +44(0)1483 689550
Yvwwjurrey.ac.uk
U'M ay 2012 
Dear Hannah
Reference: 765-PSY-12 (jSIHS Approved)
Title of Project: Autism from a cultural perspective: South Asian parent’s experience of 
their child receiving a diagnosis of autistic spectrum disorder
Thank you for your submission of the above proposal.
The Faculty o f  Arts and Human Sciences Ethics Committee has now given a favourable 
ethical opinion.
If there are any significant changes to your proposal which require further scrutiny, please 
contact the Faculty Ethics Committee before proceeding with your Project.
Yours sincerely
Dr Adrian Coyle 
Chair
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Appendix 8
Excerpt from Muhera and Malik’s Transcript -  initial coding and 
emergent themes identified
237
Major Research Project
«u
u
o
I
l i
>• < j=
o j=
u ci W) ^
3 -Q
J= 01> ^
01 01
>- o
o rô .o5 5 I
1 1o ,
238
Major Research Project
% è -B l)
S .  r
.tf DO
fü DO
LO M
S #
H g
-%
■crg #-&
s vi
239
Major Research Project
Bb %
<u POJ O)
o
OJ ûJ
CL 00
0J3 ro QJ ro
“J 0)
CI wUa. \Â
240
Major Research Project
>- tuO
OJ m
I
00 p
f
c
0) OJ
M tJû.9
2 Æ ^
241
Major Research Project
%  QJ
S  eu
00 o  X)
t / l  QJ
QJ nj
QJ oà
■S
tA 1 •l 2
3
JD
&
"c 1
5 1jr o •B
•§ 3
c
S 1
o
"U
A-
g
E
I
3
O
S
S
c o 85 ■ë o.
3 X) o
QJ l l i f
illSII
îillli
i l '
QJ "O  < 
.1 ro •
‘îS
2 t t ' F 4 q ?
> - (A ë - X : ë ë0 ) w lA n
( ) E
’■3
(i; QJ to
s 5 S i 2
I I
I I
y
%c
. l i<2
u
ô
f
242
Major Research Project
Appendix 9
Searching for connections across emergent themes from Muhera and
Malik’s interview
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Appendix 10
Table Depicting an audit trail of the data analysis process in Muhera
and Malik’s Interview
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Appendix 11
Continuing Analysis: Searching for Connections across emergent 
themes from different interviews
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Appendix 12
Excerpt from the Refleetive Journal
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Excerpt from the reflective journal -  July 2012 following the interview 
with Noor
‘Wow Fm feeling frustrated and annoyed for Noor after the interview. The 
stereotypes she has faeed as a result of meeting with different clinieians are 
incredibly difficult and it just highlights how suppressed such voices are. I 
am going to have to be careful about monitoring the influence of this 
emotion when Fm doing the analysis. Although I am really happy that I 
have used semi structured interviews as it meant she could speak around 
particular areas in depth that were important to her. I think this will produce 
rich data -  Fm looking forward to transcribing and analysing it.
I found this interview quite tricky as it was clear that Noor had difficulty in 
understanding some of my questions and I had to reword them at times. The 
questions did not contain any complex medical terms etc. that may have 
been used during the diagnosis process so I wonder how much she 
understood of the diagnosis process if medical terms were used and if 
people did not rephrase things in a way that she could understand as we did 
in the interview today?’
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